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In most states, however, adolescents may seek reproductive health care without parental consent.
The rationale is that it is preferable for adolescents to have access to such care rather than to forego
care because they are reluctant or unable to obtain parental approval. Usually it is in the adoles-
cent’s best interest to involve parents in their care, and physicians should encourage them to do so.
However, in some cases adolescents might have compelling reasons for not involving parents—for
example, in cases of domestic violence or incest. Chapter 37 discussed ethical issues in adolescent
medicine in detail.

ROUTINE PRENATAL TESTING

During pregnancy women commonly have screening tests for rubella, syphilis, gonorrhea, Rh
type, and diabetes. The Centers for Disease Control and Prevention (CDC) now recommend rou-
tine prenatal human immunodeficiency virus testing (6). In many ambulatory tests the patient usu-
ally assents rather than gives full informed consent. Each test’s risks, benefits, and alternatives are
not discussed, and testing is carried out unless the patient objects. Another way to describe routine
testing is that women may opt out of testing but do not need to give affirmative consent. Going
beyond routine testing, most states require mandatory prenatal testing for syphilis (7). The ethical
justification for routine and mandatory prenatal screening tests are prevention of harm to children
who will be born, the failure of voluntary testing to achieve the desired level of testing, and the
belief that the infringement of the woman’s autonomy is acceptable.

OBSTETRIC EMERGENCIES

Some obstetric decisions need to be made in crisis situations. An uncomplicated pregnancy at term
might unexpectedly and rapidly become an emergency if severe fetal distress develops or if the
umbilical cord is wrapped around the fetus’s neck. A cesarean section might need to be carried out
within minutes in order to prevent severe, irreversible harm to a child. As with any emergency sit-
uation, the informed consent process may be truncated if delaying care to obtain consent would
cause serious harm and if most patients would agree to the intervention if fully informed. In an
emergency a cesarean section may be performed on the basis of the pregnant woman’s assent
rather than informed consent. That is, the patient agrees to the doctor’s recommendations without
being informed of all the procedure’s risks and benefits. Almost all pregnant women agree to rec-
ommended emergency cesarean sections (8).

STERILIZATION

Sterilization without a woman’s consent is a grave violation of her autonomy. In the early 1900s
nonvoluntary eugenic sterilization was carried out in the United States on women who had mental
retardation, resided in psychiatric institutions, and were prisoners (9,10). African-American
women were disproportionately subjected to nonvoluntary sterilization. In response to these
abuses, many states have enacted procedural requirements such as waiting periods to ensure that
sterilization decisions are voluntary and informed (9,10).

Sterilization is commonly considered for severely mentally disabled persons. It might be in the
best interests of a person who will never have the capacity to make informed reproductive deci-
sions or to provide basic care for a child (11). Generally, a court hearing is required in order to ster-
ilize a woman who is not capable of giving informed consent (9,10).

ELECTIVE CESAREAN SECTION AT TERM

Traditionally, obstetricians have opposed pregnant women'’s requests for elective cesarean section
deliveries at terrn. Most obstetricians believed that this procedure presented unacceptable risks to
the mother and child. In addition, many believed that convenience and the mother’s preferences
were not adequate reasons for a surgical procedure. Recently, attitudes have shifted dramatically
(12). New evidence suggests that elective cesarean sections at term might benefit the mother and
fetus (12). Operative and anesthetic advances have decreased risks to the mother. Many obstetri-
cians report that they would choose this procedure for themselves or their partner (13).
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ABORTION

Debates over abortion in the United States are contentious. Pro-life advocates contend that the
fetus is a person with a right to live and that abortion constitutes a form of murder. Pro-choice
advocates claim that women have a right to control their bodies and their reproductive choices and
often contend that a fetus becomes a person only after birth. Disagreements over abortion are asso-
ciated with different views on women’s roles and the meaning of their lives (14). Although pro-life
activists tend to view motherhood as the “most important and satisfying role” for a woman, pro-
choice activists tend to believe that motherhood is “only one of several roles, a burden when
defined as the only role” for a woman (15). Debates have become increasingly polarized (1,14).

The Supreme Court has made several important rulings on abortion. In Planned Parenthood v.
Casey (1992) the Supreme Court affirmed the landmark 1973 Roe v. Wade decision, which pro-
tected a woman’s right to choose to abort her fetus. In Casey the court held that states may ban
abortion after fetal viability, as long as exceptions were made to protect the woman’s health or life
and as long as the restriction’s “purpose or effect [was not] to place substantial obstacles in the
path of a woman seeking an abortion before the fetus attains viability (16).” Many states require
parental notification if a minor seeks an abortion; these states must have a procedure for adoles-
cents to seek judicial authorization for the procedure instead of parental notification. Physicians
need to understand the laws in their state.

Some requests for abortion are particularly problematic. For example, a pregnant woman might
seek an abortion on the basis of the sex of her fetus even though there is no sex-linked genetic dis-
ease. The woman might come from a culture in which male children are more prized or might
desire a son or daughter after having all children of the opposite sex. Although parents commonly
have a preference about the child’s sex, a physician is not morally justified to perform an abortion
on a healthy fetus solely because of its sex (17). There is little ethical justification for treating
females and males differently in this situation. If the physician cannot persuade the woman to
withdraw her request, the doctor is justified in withdrawing from the case.

MATERNAL-FETAL CONFLICT

Most pregnant women agree with their physician’s recommendations for interventions that benefit
the fetus. However, in some cases women might reject such recommendations despite continued
attempts at persuasion.

PATIENT REQUESTS FOR INTERVENTIONS WHOSE RISKS OUTWEIGH THE BENEFITS

Pregnant women might request interventions whose balance of benefits to risks physicians con-
sider unfavorable. For example, young pregnant women at low risk for genetic abnormalities might
request amniocentesis or chorionic viltus sampling. Such women might place a high value on
information about the fetus and reassurance that the pregnancy is progressing normally, even
though there is little likelihood of a serious abnormality (18). Moreover, women might want to
know of congenital abnormalities even if they would still carry the fetus to term. However, if the
risk for serious congenital abnormalities is very low, it might be less than the risk of complications
such as miscarriage.

How should the physician respond to such requests? The physician can check that the mother
understands the procedure’s benefits and risks and the availability of other tests for congenital
abnormalities, such as alpha fetoprotein screening. In addition, the physician can help the woman
deliberate about the decision and make a recommendation. Ultimately, however, the woman’s
choice should be decisive.

CARE OF PREGNANT WOMEN WITH OTHER MEDICAL PROBLEMS

When pregnant women have serious medical problems, such as cancer, depression, or seizures,
physicians are understandably concerned that treatments for those conditions might adversely
effect the fetus, However, such concern for the fetus must not lead physicians to withhold effective
therapies from the woman. First, physicians need accurate information about therapies’ effects on
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the fetus, and physicians often overestimate the risks. Second, in conditions such as tuberculosis or
epilepsy, aggressive treatment for the pregnant woman promotes the physical health of the child
who will be born (19). Furthermore, it will be in the child’s best interests for the mother to be
healthy. Finally, the pregnant woman should make informed decisions about the care of her med-
ical problems. She should decide what risks to the fetus are acceptable in view of the intervention’s
overall benefits. It is inappropriate for physicians to withhold effective interventions from the
mother or to insist that the pregnant woman obtain an abortion as a condition of treatment.

SUBSTANCE AND ALCOHOL ABUSE DURING PREGNANCY

Many states have enacted laws to try to prevent harm caused by prenatal substance abuse. As of
2003, 24 states permit involuntary civil commitment of pregnant women who use certain illegal
drugs (20). In a few states drug abuse during pregnancy triggers child abuse laws (20,21). Depend-
ing on the state, there may be an evaluation of parenting ability or a presumption of neglect. No
state mandates drug screening during pregnancy. Physicians and hospitals may not conduct drug
testing of pregnant women for criminal prosecution without a warrant or an explicit consent (21).
Except in South Carolina, courts have refused to apply existing criminal laws on child endanger-
ment or delivery of drugs to a minor to drug-using pregnant women. Punitive approaches to drug
and alcohol abuse during pregnancy might be counterproductive, deterring women from seeking
prenatal care or being candid with physicians (20,22). Focusing on substance abuse treatment is more
likely to benefit the fetus’s and the mother’s health than punishment is (23,24).

FORCED CESAREAN SECTION DELIVERIES

If a pregnant woman cannot be persuaded to accept a cesarean section that the physician believes
is required, some doctors seek court authorization for the operation. The trend in recent court rul-
ings holds that a competent pregnant woman may refuse a cesarean section even if a viable fetus’s
welfare is at stake (22,25-27). Courts note that competent adults may refuse treatment, that
cesarean sections are a significant bodily invasion, and that the medical need for the procedure is
often overstated. In many cases in which court orders were sought for cesarean section, the woman
delivered vaginally without complications (22,28). In addition, forced cesarean sections compro-
mise women’s trust in physicians and discriminate against women who do not speak English and
women of color.

ASSISTED REPRODUCTIVE TECHNOLOGIES

Because physicians take an active and essential role in ARTs, they feel a moral responsibility for
the well-being of the child who might be born (29). Many physicians would hesitate to provide
infertility treatments to women with drug addiction, serious developmental delay, or severe psy-
chiatric illness because they believe the woman would not be a good parent. Other physicians
might be reluctant to assist single, unmarried, or lesbian women because they believe that only
married women should be parents.

Concern for the well-being of children who will be born is laudable. Physicians should help
women and couples who seek ARTs appreciate the difficulties of infertility treatments and childrea-
ring. The physician might also make recommendations on the basis of the patient’s situation,
needs, and goals. Furthermore, it would be irresponsible for physicians to provide ARTSs to women
who are incapable of giving informed consent or to women who have abused their children. How-
ever, physicians should distinguish concerns that are based on clinical evidence from their personal
views of parenthood and family. Some characteristics, such as marital status, have little power to
predict whether a person would be a good parent (29). Many married couples fail as parents, but
many persons who are single or have nontraditional relationships succeed.

Some women over 40 seek infertility treatment (29). Although many such women are commit-
ted to raising a child, have strong social support, and have carefully considered their decision,
some writers believe that the natural span of childbearing years should be respected (30). Because
having a child is such a private decision, it is problematic for third parties to impose their views of
who is worthy of being a parent.




254 SECTION VI e Ethical Issues in Clinical Specialties

STUDENT PARTICIPATION IN GYNECOLOGIC AND OBSTETRIC CARE

Pelvic examinations done under anesthesia offer opportunities for students to master a difficult
skill. Because a woman’s muscles are relaxed under anesthesia, a more thorough examination is
possible. Senior physicians sometimes ask students to perform pelvic examinations on an anes-
thetized patient in the operating room without her consent. Some persons believe that explicit con-
sent is not needed because, by agreeing to the surgery, the patient implicitly consents to examinations
by medical students. However, agreeing to surgery is not tantamount to consenting to a pelvic
exam by an unknown medical student who is not providing ongoing care. In one study all the
women surveyed believed that students should ask specific permission to perform a pelvic exami-
nation on an anesthetized patient (31). Although patient consent to participation by trainees in their
care is always important (see Chapter 38), it is particularly important for pelvic examinations
because of patient privacy. Under a recent California law, trainees may not perform a pelvic exam-
ination on an anesthetized or unconscious patient without informed consent unless the examination
is within the scope of care for the patient (32).

In summary, obstetrics and gynecology raise ethical issues that might be particularly controver-
sial. Physicians need to help women understand various options’ risks and benefits. Doctors also
need to appreciate that the patient’s values might differ from their own, try to understand how the
woman’s decision might make sense from her perspective, and negotiate a mutually acceptable
plan for care.
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Ethical Issues in Psychiatry

S ome patients with severe psychiatric illness might cause serious harm to themselves and oth-
ers, but they might not be capable of making informed decisions about health care or controlling
their behavior. Effective treatment of the psychiatric illness might restore their decision-making
capacity and control over their actions. Rather than respect their choices, physicians need to pro-
tect such nonautonomous patients against the consequences of their decisions and actions.

HOW ARE ETHICAL ISSUES IN PSYCHIATRY DIFFERENT?

SEVERE PSYCHIATRIC ILLNESS MIGHT IMPAIR THE PATIENT'S AUTONOMY

Patients with severe psychiatric illness might be unable to make informed decisions, care for them-
selves, distinguish right from wrong, or control their thoughts, impulses, and actions. They might
have so little insight into illness that they are not considered morally or legally responsible for their
actions. When their illness is severe, such patients might have different values, preferences, and
judgments than when their illness is treated.

TREATMENT MIGHT RESTORE THE PATIENT'S AUTONOMY

Treatment of the underlying psychiatric illness often restores the patient’s decision-making capac-
ity and control over his or her behavior. Thus, a short-term infringement on the patient’s freedom,
such as involuntary hospitalization, might restore the patient’s autonomy in the long term.

PHYSICIANS HAVE A UNIQUE OPPORTUNITY TO PREVENT SERIOUS HARM

Physicians are in a unique position to identify patients who are rendered nonautonomous by psy- -

chiatric illness, to protect them from harm, and to prevent harm to third parties. Society therefore
has authorized physicians to intervene primarily to protect third parties from harm and also to help
such patients obtain treatment.

PSYCHIATRIC THERAPIES RAISE ETHICAL CONCERNS

By altering how people think and feel, effective psychiatric medications might change a person’s
personality and identity. Some patients complain that medication transforms them into people who
are no longer their true selves. Some patients even say that they would rather live with mild symp-
toms than take medications that alter their brain and their essential characteristics. In contrast, oth-
ers believe that effective psychiatric therapies, by removing delusions, disturbed thinking, mood
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disorders, and other undesired characteristics, restore a person’s true self. Still others criticize the
use of selective serotonin reuptake inhibitors by persons who do not have serious psychiatric ill-
ness to try to improve their mood, confidence, or social functioning (1). To these critics self-
improvement and accomplishment should result from hard work, not medications.

Involuntary psychiatric interventions, such as forced hospitalization, present even stronger eth-
ical concerns because they deprive patients of liberty. In the past many psychiatric patients were
involuntarily subjected to extreme measures, such as lengthy confinement in inhumane mental
institutions and psychosurgery.

CONFIDENTIALITY ENCOURAGES THERAPY

In therapy patients reveal their innermost emotions, fears, and fantasies. Maintaining confiden-
tiality respects the personal and sensitive nature of such information and encourages patients to
seek care for mental illness and to be candid with physicians. In addition, confidentiality pro-
tects patients from stigma and discrimination, which patients with psychiatric illness might face
even if their disease is in remission. Recent federal privacy regulations, as well as some state
laws, give special protection to psychotherapy notes by requiring specific patient authorization
to disclose them.

ACCESS TO PSYCHIATRIC CARE

Despite recent efforts to achieve parity between insurance coverage for medical and psychiatric
problems, many patients have limited access to mental health care. Managed care plans often
restrict the therapy’s frequency or duration. Many patients with severe psychiatric illness are unin-
sured, and public mental health services are underfunded. Finally, such patients might have con-
current problems, such as homelessness, alcoholism, or substance abuse, that make it difficult for
them to obtain care.

INVOLUNTARY PSYCHIATRIC COMMITMENT

Involuntary commitment is a dramatic exception to the ethical guideline of respecting people’s lib-
erty. Because it infringes on freedom so profoundly, involuntary psychiatric commitment must be
carefully justified.

RATIONALE FOR INVOLUNTARY COMMITMENT

Intervention is warranted to prevent persons who are incapable of making informed decisions and
of controlling their actions from causing serious, irreversible harm to themselves or to others.
Depriving such patients of their liberty for a short time might allow them to regain their autonomy
(2). After their depression, bipolar disorder, or schizophrenia is treated, most patients no longer
choose to kill themselves or harm others.

STANDARDS FOR INVOLUNTARY COMMITMENT

Criteria for involuntary commitment differ among states but typically require that patients be,
because of mental illness,

* dangerous to themselves—for example, suicidal, or
* unable to care for themselves—for example, unable to provide food, clothing, and shelter, or
* dangerous to others—for example, through a threat, an attempt, or an overt act of harm.

In addition, patients in several states may be involuntarily committed if a severe deterioration in
their condition is likely without treatment and they cannot give consent to treatment. Under such
laws the rationale for commitment is the patient’s need for treatment rather than the patient’s
danger to self or others (2).
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PROCEDURES FOR INVOLUNTARY COMMITMENT

Because involuntary commitment procedures vary across the states, physicians need to be familiar
with the law in their states. The following provisions are typical. Initially, patients may be held
against their will on an emergency basis for brief periods (typically a few days). During an emer-
gency patients can also be treated against their will to prevent serious physical injury to themselves
or others or, in some states, to prevent an irreversible deterioration of their condition. A judicial
hearing must be held to determine whether the patient may be confined for a longer period.

Legal hearings are time consuming, and many physicians believe that they are an unwarranted
intrusion of the legal system into medical practice. However, many laypeople have a sharply dif-
ferent perspective. Because involuntary psychiatric hospitalization is a serious deprivation of lib-
erty and has been abused in the past, the public demands rigorous safeguards.

Physicians might threaten to initiate commitment proceedings unless the patient “voluntarily”
consents to hospitalization. This practice is coercive and ethically questionable (2). Voluntary hos-
pitalization helps physicians by reducing paperwork and eliminating the need for a judicial hear-
ing. However, patients might not realize that by agreeing to voluntary hospitalization, they are
waiving their right to a judicial hearing to determine whether commitment is appropriate. A more
respectful strategy is to first tell patients that plans for involuntary hospitalization will be instituted
and explain their right to a judicial hearing. After patients understand the commitment procedures,
they may be offered an opportunity to sign into the hospital voluntarily (2).

OUTPATIENT COMMITMENT AND INVOLUNTARY TREATMENT

In many states patients with psychiatric illness can be subjected to involuntary outpatient treatment
if they at serious risk for relapse because of nonadherence to treatment (3). Such persons can be
ordered to undergo outpatient treatment even though they are currently not gravely disabled or vio-
lent. Recent highly publicized cases of violence perpetrated by psychiatric patients have sparked
interest in outpatient commitment. The rationale for outpatient commitment is to prevent persons
from lapsing again into a cycle of deterioration and involuntary hospitalization (4,5). Such manda-
tory treatment may be carried out in several ways (4,6). It may be a condition of obtaining housing
and social service payments. Courts may order it as a condition of avoiding jail or inpatient com-
mitments. Advocates argue that mandatory outpatient treatment is more humane and less restric-
tive than repeated involuntary hospitalizations. Critics contend, however, that such programs divert
attention and resources from the underlying problem of inadequate outpatient services, restrict
patient freedom, undermine the voluntary delivery of ambulatory psychiatric care, and deter
patients from seeking mental health care (7). Furthermore, critics charge that there is no rigorous
evidence that such programs improve public safety.

Outpatient commitment is controversial because two strong ethical guidelines are in conflict.
On the one hand, psychiatrists should respect patients who are still competent to make medical
decisions by accepting their decisions and by not coercing them. On the other hand, psychiatrists
should also intervene to prevent a high likelihood of serious harm to patients, particularly if they
can prevent the patient from relapsing into a state of diminished autonomy. The issue is compli-
cated because limited access to outpatient psychiatric care might make less restrictive alternatives
impractical.

SUICIDAL PATIENTS

When patients attempt or threaten suicide, physicians have an ethical obligation to intervene. It is
essential for physicians to understand the rationale for suicide intervention and to be able to assess
the seriousness of suicide threats.

RATIONALE FOR SUICIDE INTERVENTION

The ethical justification for suicide intervention is preventing serious, irreversible harm to persons
with impaired decision-making capacity. Suicidal patients are almost always impaired by severe
depression or other severe mental illness (8). Their actions therefore are not autonomous choices

Ethical Iss.

but rather ;
treat the w
effectivene
10% to 20¢
Even st
tonomous |
to restrict 1
Interver
ing assistai
to call for }
To varying
while still
who are th
intervene ¢
capacity is
as long as i
Physici:
mitting sui
means and
sion-makig
The ethics
(see Chapt:

WHEN is

Many peop
involuntary
measures,
patients tru
When p
tions to det
cide will :
unfounded
ment. Man
physician.
The foll
selves (2,11

* Persons -
carry out
Similarly
unlikely,

¢ Persons 1

® Persons®

MITIGATI

When suic
mitted ther
therapy dif
stress share
shame if y:
pressed; th
demonstrat
ness, and rt




ical Specialties

d to be familiar
its may be held
Juring an emer-
-y to themselves
ition. A judicial
s period.

an unwarranted
ie a sharply dif-
privation of lib-

at “voluntarily”
.. Voluntary hos-
* a judicial hear-
zation, they are
ropriate. A more
will be instituted
nent procedures,

patient treatment
ke persons can be
r disabled or vio-
gts have sparked
} prevent persons
;3). Such manda-
btaining housing
or inpatient com-
+ and less restric-
1 programs divert
services, restrict
- care, and deter
sre 1S no rigorous

s are in conflict.
1o make medical
and, psychiatrists
articularly if they
= issue is compli-
ictive alternatives

to intervene. It is
» be able to assess

le harm to persons
npaired by severe
tonomous choices

Ethical Issues in Psychiatry 259

but rather are the product of their mental illness. Interventions to prevent suicide provide time to
treat the underlying mental illness or let it enter a remission. Empirical studies demonstrate the
effectiveness of suicide prevention. If persons are prevented from committing suicide, only about
10% to 20% subsequently kill themselves (8).

Even strong proponents of patient autonomy recognize the need to intervene to prevent nonau-
tonomous persons from seriously harming themselves (9). In contrast, it is ethically problematical
to restrict the liberty of autonomous persons in order to prevent them from harming themselves.

Interventions to prevent suicide include arranging for voluntary psychiatric treatment, mobiliz-
ing assistance from family and friends, removing the means of suicide, getting patients to promise
to call for help before they take their lives, and, as a last resort, imposing involuntary commitment.
To varying degrees, these interventions restrict patient liberty. Infringements should be minimized
while still protecting the patient from harm. In some cases it might be unclear whether patients
who are threatening suicide are making an autonomous decision or not. It is ethically prudent to
intervene temporarily to ascertain if the threat is serious and if the patient’s decision-making
capacity is impaired. If involuntary commitment is deemed necessary, it should be continued only
as long as necessary to protect the patient.

Physicians need to appreciate that they do not have the power to prevent all patients from com-
mitting suicide. After discharge, patients who are determined to kill themselves can find the
means and opportunity to do so. In addition, some patients with terminal illnesses, whose deci-
sion-making capacity is unimpaired, might make a deliberate and firm decision to end their lives.
The ethics of so-called “rational suicide,” particularly physician-assisted suicide, is hotly debated
(see Chapter 19).

WHEN IS A PATIENT SUICIDAL?

Many people make suicidal gestures that, although representing a “cry for help,” might not warrant
involuntary commitment. Because such persons can be successfully treated through less restrictive
measures, such as outpatient care or voluntary hospitalization, physicians must determine which
patients truly need involuntary hospitalization.

When patients are severely depressed or mention suicide, physicians should ask specific ques-
tions to determine the likelihood of a serious suicide attempt. Fears that raising the topic of sui-
cide will suggest it to depressed patients or will encourage persons to kill themselves are
unfounded and deter physicians from gathering crucial information and initiating effective treat-
ment. Many depressed patients feel relieved to discuss suicide with a caring and nonjudgmental
physician.

The following are persons who are more likely to attempt suicide or to succeed in killing them-
selves (2,10).

» Persons who have an intent to commit suicide, a specific plan for doing so, and the means to
carry out the plan. Access to lethal and violent means of suicide indicates particularly high risk.
Similarly, it is more serious when the proposed method of the suicide atiempt makes rescue
unlikely, as when patients have arranged to be alone for an extended period.

» Persons who have made preparations, such as giving away possessions or saying good-bye.

* Persons who view their situation as hopeless or have ideas of reuniting with a deceased person.

MITIGATING THE ADVERSE CONSEQUENCES OF INVOLUNTARY HOSPITALIZATION

When suicidal patients are involuntarily hospitalized, they might view the physicians who com-
mitted them as adversaries who can no longer be trusted. Such feelings might make psychiatric
therapy difficult. Physicians should try to minimize the confrontational aspects of the situation and
stress shared therapeutic goals. An experienced psychiatrist has suggested saying: “It would be a
shame if you killed yourself while your depression clouded your judgment. Let’s get you unde-
pressed; then, if you still want to kill yourself, I know I can’t stop you (2).” Such a statement
demonstrates concern, suggests that therapy might effectively lead to remission of the mental ill-
ness, and reassures patients that ultimately they are in control.
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PATIENTS WHO ARE DANGEROUS TO OTHERS

Patients with serious psychiatric illness might tell physicians about plans to kill or injure third par-
ties, actual attempts, or overt acts of harm. Thus, the physician might be in a unique position to pre-
vent serious harm to the threatened person. Social norms and criminal sanctions might not deter
psychiatric patients who cannot control their violent impulses. In this situation the landmark Tara-
soff case established that confidentiality should be overridden in order to prevent serious harm to
third parties (11).

THE TARASOFF CASE AND THE DUTY TO PREVENT HARM

A university student, Prosenjit Poddar, confided to his psychologist that he was planning to kill a
woman, readily identifiable as Tatiana Tarasoff, who had rejected him romantically. The therapist
and his superiors at the student health service decided that Poddar should be committed involun-
tarily and asked the campus police to detain him. The police did so but released him because he
appeared rational. The director of psychiatry ordered therapy notes and correspondence with the
police destroyed and ordered no action to place Poddar under involuntary detention. Subsequently
Poddar went to Tarasoff’s home and stabbed her to death.

In a suit by Tarasoff’s parents, the California Supreme Court ruled that a therapist who deter-
mines, or should have determined, that the patient presents “a serious danger of violence to
another” has a “duty to exercise reasonable care to protect others against dangers emanating from
the patient’s illness (11).” Thus, the court found a duty to protect potential victims, not just warn
them. The court rejected the defendant’s arguments that the defendant had owed no duty of care to
Tarasoff, that predictions of violence by psychiatric patients are inherently inaccurate, and that
confidentiality is essential to psychotherapy. The court ruled that the special relationship between
patients and their doctors or psychotherapists supports “affirmative duties for the benefit of third
persons.” In this case fallibility of predications of violence was not an issue because the therapists
had determined that Poddar was dangerous. Furthermore, the confidentiality of psychotherapy
communication must be balanced against the need to avert danger to others. “The protective privi-
lege ends where the public peril begins (11).”

Therapists feared that the decision would undermine the doctor—patient relationship. They pre-
dicted that patients would be deterred from seeking mental health services and disclosing their vio-
lent thoughts, that warning potential victims would be ineffective, and that issuing a warning
would effectively end therapy with a patient (12). However, these effects have not occurred to any
significant degree (12).

Most states require therapists to protect identifiable persons threatened with serious violence by
psychiatric patients (12). Generally, the duty is limited to identifiable patients and actual threats. In
most states therapists can meet this legal duty by warning the potential victim or the police or by
hospitalizing the patient (12).

STEPS TO PREVENT HARM

The duty to prevent harm to potential victims of psychiatric patients requires several steps (13,14).
First, the physician needs to evaluate the threat of violence. As with asking about suicide, physi-
cians need to appreciate that asking about violence does not give patients the idea of harming oth-
ers or encourage them to do so. It might be useful to ask whether the patient has ever seriously
injured another person or has ever thought about harming someone else (14).

Predictions of violence by physicians can be quite inaccurate. In one study 53% of patients whom
clinicians predicted would be violent in fact committed violent acts over the subsequent 6 months; in
comparison, 36% of patients whose psychiatrists had no concerns about violence committed violent
acts (15). Violence was more serious in those patients whose psychiatrists had predicted would be
violent. For women, however, the accuracy of predictions of violence was no greater than that
expected by chance alone. Doctors need to do the best they can within the limits of clinical judgment.
The standard of care is what a reasonable physician would do under the circumstances.

After determining that the threat of violence is severe and probable, the physician must decide
how to respond. A number of actions might protect the victim, such as changing the patient’s
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medications, increasing the frequency of therapy sessions, attempting to hospitalize the patient
voluntarily or committing the patient involuntarily, having the patient give up weapons, and noti-
fying the police (14). The law in many states specifically requires warning the threatened victim.
Physicians should notify patients before they override confidentiality and explain why they are
required to do so (14). Discussing with patients threats against third parties as part of therapy
might help maintain a therapeutic relationship (16). Patients might permit the physician to warn
the threatened person (2). Many patients are ambivalent about violence and might welcome help in
finding other ways to express their emotions or deal with interpersonal conflicts. In addition, when
beginning therapy with patients who have a history of violence physicians might discuss the situa-
tions in which confidentiality may be overridden (2).

REFUSAL OF PSYCHIATRIC TREATMENT

Patients who are involuntarily committed to psychiatric institutions might still be deemed compe-
tent to refuse psychiatric treatment. Because competency is determined with regard to specific
tasks, a patient who is not competent to refuse commitment might still be competent to refuse
medications. Confining patients but not treating them with effective medications has been criti-
cized as “rotting with their rights on (17).” To critics it is cruel and pointless to withhold from
severely impaired patients the very treatments that are likely to restore their autonomy. In this
view short-term involuntary treatment, which might improve the underlying psychiatric illness, is
a lesser infringement on the patient’s freedom than prolonged involuntary hospitalization without
treatment.

Nonetheless, many states have made it more difficult to administer treatments to involuntarily
committed psychiatric patients. The rationale is that confinement without treatment can sometimes
accomplish involuntary hospitalization’s goal—prevention of harm to self or others. In addition,
patients and the public might view psychiatric therapies’ risks and benefits differently from physi-
cians. Many psychiatric patients reject drugs because of side effects or because medications alter
their brain and personality. Furthermore, past abuses have led the public to mistrust physicians’
unilateral judgments that treatment is beneficial and necessary.

The ethical guideline of preventing harm has more moral force than the guideline of doing good

‘(see Chapter 4). Thus, the obligation to prevent harms to nonautonomous psychiatric patients or to

third parties is stronger than the duty to help psychiatric patients recover from their illness. Forced
administration of medications to unwilling patients is intrusive, inhumane, and impractical in the
long run. Even if psychiatric medications were forcibly administered to inpatients, patients can

{(and often do) discontinue therapies after discharge.

Several states have procedures to deal with such refusals of treatment by involuntarily hospital-
ized psychiatric patients. These states require a court hearing if a psychiatric patient who has been
involuntarily committed refuses treatment (2). The court determines whether the patient is compe-
tent to make an informed decision to refuse treatment. If so, the refusal must be honored. If the
patient is not competent, the court decides whether the treatment will be provided.

The patient’s capacity to make informed decisions therefore is crucial to whether the patient’s
refusal of therapy will be respected. Chapter 10 discussed decision-making capacity. Assessing
the decision-making capacity of psychiatric patients might be particularly difficult (18). People
with major depression might underestimate the benefits of treatment and overestimate the risks
(19). They might be convinced that the treatment will fail or that they will experience a serious
side effect of therapy. Depressed patients might also believe that they deserve to suffer and that
treatment might interfere with such suffering. Similarly, manic patients might believe that noth-
ing is wrong with them and therefore reject treatment. Both depressed and manic patients can
give seemingly logical reasons for their decisions yet be incapable of making informed decisions
because they hold false premises about medical care and inaccurately assess the benefits and risks
of treatment.

Empirical studies have described refusals of antipsychotic medications. In one study only 7%
of inpatients refused antipsychotic medication for longer than 24 hours (20). Patients refused
because of psychotic or idiosyncratic thought processes in 30% of cases, side effects of medica-
tions in 35%, denial of mental illness in 21%, and alleged ineffectiveness of medications in 12%.
Cases were resolved in several ways. In 50% of cases the patient eventually took medication
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voluntarily. Typically, the nursing staff, psychiatrists, or family persuaded the patient. In 23% of
cases either the psychiatrist discontinued antipsychotic drugs or the patient was discharged with-
out medication—that is, the physician probably did not consider these medications essential.
Finally, in 18% of cases the psychiatrists obtained a court order for involuntary administration of
the medication. In all the cases that went to court, the judge authorized involuntary treatment.

REFUSAL OF MEDICAL TREATMENT BY PSYCHIATRIC PATIENTS

Patients with serious psychiatric illness might refuse recommended therapy for concurrent medical
problems. As with other patients who refuse interventions, physicians should ask whether the
paticnt has intact decision-making capacity. A psychiatric diagnosis per se does not imply that a
patient lacks the capacity to make an informed decision about treatment. A competent patient’s
refusal should be respected if attempts at persuasion are unsuccessful. If the patient lacks decision-
making capacity, decisions should be based on advance directives or made by surrogates (see
Chapters 12 and 13).

Decisions might be especially perplexing when psychiatric patients who lack decision-making
capacity actively resist treatment that is clearly in their best interests. Forced treatment might be
difficult to carry out if patients actively protest or resist. It might also be counterproductive because
issues of control and independence might be problems that patients need to resolve. Overriding
patients’ refusal might make it more difficult for them to take responsibility and control of other
aspects of their lives. Finally, the possibility of forced treatment is illusory. In a structured iripatient
setting, the staff might, through cajoling, negotiation, and threats, be able to ensure that the patient
is taking the medicine. For example, health care workers might threaten to withhold visiting privi-
leges, outings, or cigarettes. However, the patient might discontinue medicines after discharge.

In conclusion, when psychiatric patients are suicidal, unable to care for themselves, or are dan-
gerous to others, physicians have ethical as well as legal obligations to prevent harm. This obliga-
tion might override the ethical guidelines of respecting patient autonomy and maintaining
confidentiality. In fulfilling this duty, physicians also need to use their clinical skills and judgment
to encourage effective treatment for the underlying psychiatric disorders.
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Ethical Issues in Organ
Transplantation

Kidney, liver, heart, and lung transplantation can allow patients with end-stage disease to
return to active lives. In organ donation interventions are performed on one person in order to ben-
efit another. Thus, consent for donation and preventing harm to donors are essential to maintain
public trust that physicians never compromise one patient’s care to benefit someone else. The need
for organ transplantation far exceeds the supply of donated organs; in May 2004 more than 85,000
people were on waiting lists for transplants. Thus, difficult decisions about allocating donated
organs cannot be avoided. This chapter discusses the donation of organs, the selection of recipi-
ents, and the cost of transplantation.

DONATION OF CADAVERIC ORGANS

ETHICAL CONCERNS ABOUT CADAVERIC DONATION

Harm to Donors

At the onset, concerns were raised that cadaveric organ transplantation hastened or caused the
donor’s death. Criteria were developed for determining death in patients whose brains had ceased
to function but whose hearts were still beating (see Chapter 21). Misunderstandings about brain
death persist, and many people do not understand why organs may not be harvested from anen-
cephalic infants and persons in a persistent vegetative state.

Conflicts of Interest
Because of concemns that potential organ donors might receive suboptimal care, decisions about the
potential donor’s care must be separate from decisions about procurement and transplantation. The
physician for the potential donor may not be part of the transplantation team. Also, in the United
States payments for donation are prohibited to prevent abuse and exploitation of potential donors.

The Autonomy of Organ Donors
Some people would not want to be organ donors, and their wishes need to be respected. It is con-
troversial how much evidence of a donor’s consent or refusal is required and whether surviving rel-
atives may decline to donate even if the patient would have wanted to be a donor.

THE CURRENT SYSTEM FOR CADAVERIC DONATION

The United States has a voluntary altruistic system for organ donation. The Uniform Anatomical
Gift Act allows people to use an organ donor card to grant permission to use their organs for trans-
plantation after their death. This card is usually attached to a person’s driver’s license. However,
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few Americans have signed such cards. One reason is fear that persons who have agreed to organ
donation will receive suboptimal care (1). Although the donor card has legal authority, in practice
permission for organ donation is sought from the next of kin after the donor’s death (2). Hospitals
must report all inpatient deaths to local organ procurement organizations, which contact eligible
families to request donation (3).

Only about 50% of relatives of patients with brain death give permission for organ donation (1).
Many families do not understand the concept of brain death, and some perceive the organ procure-
ment process as insensitive (1). Some cultures reject organ donation (4,5). For instance, some
Asian or Latino families believe that bodies or spirits can suffer after death if organs are removed.

NONHEART-BEATING CADAVER DONORS

Most cadaver donors are declared dead by brain criteria and have effective circulation until the
harvesting of organs. A few donors are declared dead by cardiorespiratory criteria (1,6,7). In one
approach, donors are terminal patients whose life-sustaining interventions will be withdrawn. They
are transported to the operating room, where life support is withdrawn, death is declared using car-
diorespiratory criteria, and organs are promptly retrieved (1,6-8). This approach has been criti-
cized because relatives might not have sufficient opportunity to be with dying patients. In addition,
anticoagulants and vasodilators administered to preserve the organs might hasten or cause death. In
a second approach, donors are patients in whom cardiopulmonary resuscitation (CPR) fails or who
are dead on arrival in the emergency department. Catheters are inserted into patients immediately
after death is pronounced and organs are perfused to keep them viable (6,7). Later, physicians seek
permission for transplantation from relatives. However, consent is not obtained for insertion of
catheters and perfusion of organs (1,7). Surveys show that the public strongly objects to such pro-
cedures being carried out without permission.

PROPOSALS TO INCREASE THE DONATION OF CADAVERIC ORGANS

Many proposals have been made to increase cadaveric organs donation, and some have been
adopted in other countries. However, some of these proposals might undermine public trust in
transplantation, which in the long term might make people less willing to donate.

Mandated Choice

Persons would be required to state their preferences about organ donation when renewing drivers’
licenses or filing income taxes (9). This requirement would relieve relatives of the stress of making
decisions about donation. In surveys most Americans support this policy.

Following Donor Cards

Physicians would retrieve organs from people who had signed donor cards even if the next of kin
objects. Legally, this policy would merely implement existing statutes. Ethically, it is consistent
with respecting patient autonomy and advance directives. However, some family members might
feel outraged if organs are harvested over their objections.

Presumed Consent

Currently, organs are harvested only if the patient or family has given explicit consent. Under this
proposed policy, organs would be harvested unless the patient or family specifically objects (10).
However, 52% of respondents in a U.S. survey disapproved of this approach (11).

Financial incentives for Donation

A regulated market in organs has been proposed to increase the supply of organs (12). Critics
charge that such a market would undermine altruism, treat the human body as a commodity, and
result in exploitation, fraud, or coercion, particularly in underdeveloped countries (13,14). Fur-
thermore, commercially motivated renal transplantation in developing countries might pose risks
to recipients because of a significantly higher rate of human immunodeficiency virus (HIV) and
hepatitis B infection (15). In the United States buying and selling of organs is illegal because of




266 SECTION VI e FEthical Issues in Clinical Specialties

objections to commodifying vital organs and concerns about exploitation. However, one state
provides partial burial expenses for cadaveric donors. In addition, proposals have been made to
give living organ donors incentives, such as medical leave, life insurance, and highest priority for
transplantation if they should need it (16). Proponents distinguish these modest incentives and
tokens of appreciation from cash payments.

DONATION OF ORGANS FROM LIVE DONORS

Transplantation of kidneys and portions of liver and lung from live donors is increasing. In 2002,
43% of kidney transplants were from living donors. Live donors include both “emotionally related
donors”——such as relatives, friends, and coworkers (17)—and strangers. Donation from strangers
is technically feasible because human leukocyte antigens (HLA) compatibility does not enhance
survival of liver and lung transplants and is less important in transplants from living kidney donors
than from cadaveric donors. The quality of organs from live donors is higher because of thorough
screening and shorter ischemia time compared to cadaveric donors. Transplants from live donors
do not delay cadaveric transplants to other patients on the waiting list because the total number of
transplants is increased. Hence, persons on the waiting list suffer no adverse consequences.

ETHICAL ISSUES REGARDING LIVE DONATION

Harm to Donors

Surgeons might violate the guideline of “do no harm” when they perform an operation on a healthy
person for another person’s benefit. The highly publicized death of a living liver donor in New
York in 2002 dramatized the grave risks of donation. In addition to serious medical problems such
as bile leak, donors suffer pain and lost income.

To limit risks, persons may not serve as living donors if they have medical conditions that sig-
nificantly increase operative risk or if they have abnormal organ function. In the case of kidney
donation, persons are excluded as donors if they have a condition that might impair renal function
in the future. To further reduce risk of living liver donation, some have advocated that this proce-
dure be carried out only at experienced centers (18,19).

In many impoverished countries paying live donors is widespread (13). In India Living kidney
donors said that they were financially worse off after surgery despite having received payments
(20). Although some writers have advocated a regulated market to increase the number of organs
from living donors, the likelihood of exploitation, coercion, and abuse is a compelling reason to
reject such proposals.

Motives of Donors

Donation to relatives and friends is understandable because people are expected to help and care
for others with whom they have close relationships. However, donating to a stranger raises con-
cerns. On the one hand, forming a close emotional bond to a stranger in need can be an extraordi-
nary form of altruism and humanitarianism. On the other hand, it can also be driven by a desire for
publicity or financial gain, by internal psychological conflicts, or by psychopathology. Thus, offers
by strangers to donate need to be carefully reviewed to rule out such problematic motives.

Consent from Donors

Because a live donor undergoes serious risks in order to benefit another person, it is essential that
the decision to donate be free and informed. Altruism does not fit a model of rational utilitarian
deliberation about personal risks and benefits. The live donor finds a reward in making a sacrifice
to benefit someone else. Consent might not be informed because many live donors choose to
donate immediately, before they learn of the risks of donation. Also, consent might not be free. Rel-
atives might feel social pressure to donate. Donors might also feel internally compelled to donate.

People commonly base important decisions on emotion rather than reason. Donors should be
able to explain their decision to donate, however, in a coherent manner, which takes into account
the risks. The donor needs to understand the procedure’s risks, even though the donor might give
less weight than most people to the possibility of a serious risk. The donor should make a choice
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that remains stable after the donor receives more information and has time to reflect. Also, the
decision should be consistent with the donor’s core values.

The “gift of life” through live donation entails obligations and burdens (21). Generally, gifts
impose reciprocal obligations and expectations on the recipient. The gift of an organ is so extraordi-
nary that it can never be repaid and might therefore become a “tyranny (21).” A live kidney donor
might take a “proprietary interest” in the recipient’s life (21). The recipient’s sense of indebtedness
might make it difficult for him or her to remain independent of the donor. For these reasons, many
transplantation programs generally do not reveal the identities of donors and recipients to each other.

Use of children as live donors raises ethical concerns because they cannot give consent for
themselves and depend on others to protect their interests. Although adults may make extraordi-
nary sacrifices for others, they may not require children to do so. Hence, children should be live
donors only as a last resort if no suitable adult donor can be identified. To assure that a child
donor’s interests are protected, approval from the courts should be sought.

Confidentiality of Recipient

The recipient might have a medical condition that might affect the potential donor’s willingness to
donate. For example, the recipient might have a condition such as cancer that might recur in the
transplanted organ and reduce the likelihood of long-term success. Moreover, some donors might
feel that patients whose liver failure was caused by alcoholic cirrhosis or HIV infection brought
about their illnesses through their own actions and choices. According to the principle of informed
consent, prospective donors should receive information that is pertinent to their decision to donate.
However, patient confidentiality is also important; potential recipients should give permission to
disclose such information to potential donors (22).

THE CURRENT SYSTEM FOR LIVE DONATION

Live donors undergo extensive education and medical and psychosocial evaluation (23,24). This
process ensures that decisions to donate are informed, free, and altruistic, and that the donor is
medically suitable.

Some eligible donors who do not wish to donate might need help in carrying out their wishes—for
example, in the face of family pressure to donate. The transplant team might need to say that the -
potential donor has been ruled out as unsuitable, without providing more specifics. Such nondisclo-
sure is justified because the person might face pressure to donate and recrimination if the true reason
were known (21). It is ethically problematic, however, to misrepresent the potential donor’s medical
condition to provide a reason not to donate (23).

SELECTION OF RECIPIENTS

Because the number of people needing transplants far exceeds the number of donated organs, dif-
ficult decisions about allocating organs must be made.

HISTORICAL BACKGROUND

When dialysis was developed in the 1960s, only a limited number of dialysis machines were avail-
able and commiittees ranked candidates according to their perceived social worth (25). Responding
to concerns that selection was based on prejudice and unwarranted value judgments, Congress
decided to fund dialysis for all patients with end-stage renal disease. In transplantation, however,
allocation decisions cannot be avoided because the limiting factor is a lack of organs.

Because people donate cadaveric organs without knowing who will receive them, a fair alloca-
tion procedure is essential to maintain public trust in transplantation (14,26). In the United States
the federal government and the United Network for Organ Sharing (UNOS), a nonprofit organiza-
tion with which the government contracts to operate the system for distributing organs, set the
rules for allocating cadaveric organs.

The following section discusses general ethical principles for allocating organs. Specific selec-
tion criteria are too detailed to be discussed here but can be found on the Web site of the UNOS at
www.unos.org. Different considerations receive priority for different organs (27,28).
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BENEFICENCE

From a utilitarian perspective, scarce organs should go to those patients who will receive the
greatest net medical benefit. Relevant outcomes include the likelihood and duration of survival
and the patient’s quality of life. Although this criterion appears objective, it involves complex
value judgments.

Psychosocial factors such as poor adherence to medical regimens, substance abuse, and lack of
family support might compromise outcomes of transplantation. Recent injection drug use and a
history of nonadherence are commonly regarded as contraindications to transplantation (29-31).
Many physicians consider it pointless to transplant a scarce organ that is very likely to be rejected
because of nonadherence to immunosuppressant drugs. Critics, however, contend that psychoso-
cial factors might “cloak biases about race, class, social status, and other factors that, if stated
openly, would not be tolerated (26).” Furthermore, such obstacles might be overcome with rehabil-
itation and psychosocial support (28).

JUSTICE

The guideline that scarce resources should be distributed fairly or equitably is indisputable in the
abstract but difficult to specify. Several ways to operationalize equity have been considered.

Time on the Waiting List

The precept of “first-come, first-served” seems intuitively fair if there are no other compelling rea-
sons to distinguish among candidates. However, time on the waiting list can be manipulated by
placing patients on the waiting list earlier in the course of illness or at several regional transplanta-
tion networks (14,32). Better-educated and wealthier patients are more likely to be on multiple
waiting lists.

Medical Need

In liver and heart transplantation, patients who would die soon without transplantation are given pri-
ority over more stable patients (33). The rationale is to assist those in greatest need. In 2002 the pri-
oritization system for cadaveric liver transplantation was revised to use a severity of illness score
[the Model for End-Stage Liver Disease (MELD) system] based on objective laboratory tests that
predict the risk of death while on the waiting list more accurately than clinical judgment does. How-
ever, significant geographical disparities remain, with sicker patients in larger organ-procurement
areas waiting longer for transplants than patients in smaller organ-procurement areas (34).

Ability to Pay

Transplantation is generally performed only on patients who can pay for it. Medicare covers kid-
ney transplantation for all Americans, and most private insurers and most state Medicaid programs
cover liver and heart transplantation (35). Americans who lack health insurance must raise money
for transplantation of organs other than kidneys through means such as public appeals.

Allocating organs by ability to pay, although routinely practiced, has been strongly criticized
(14). It seems unfair to ask all people, rich and poor alike, to be organ donors if the poor or unin-
sured would not be eligible recipients. Also, people might be less willing to donate organs if they
perceive that the distribution system favors the wealthy.

Previous Transplantation

The success rate in transplanting a second organ after a transplanted organ fails is substantially
lower than in first-time transplants (36). The guideline of promise keeping or loyalty is often used
to justify retransplantation; having made a commitment to the patient, the surgeons cannot now
abandon the patient. Critics contend, however, that retransplantation might be “an obdurate, pub-
licly theatricalized refusal” to accept the inevitable limits of human life and an unwillingness to
say “enough is enough (37).”

Citizenship

Should people who are not long-term U.S. residents receive organs harvested in the United States
(14)? Particular objections have been directed at foreigners who come to the United States
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specifically to obtain a transplant. It seems unfair, however, to exclude foreign nationals who
contribute to the U.S. economy and who would be asked to serve as organ donors.

Geographic Location

In response to significant disparities in waiting times for liver transplantation, it has been proposed
that organs be allocated on a national basis to those with the greatest medical need, with less
emphasis on keeping organs in the geographic area in which they are donated (3). This proposed
change would provide more organs to large referral centers, which transplant sicker patients and
have better outcomes. However, opponents object that such redistribution is unfair because it
penalizes states that make efforts to increase donations and might also worsen outcomes because
of increased cold ischemia time (3).

Ethnic Background

Even though African Americans are more likely than Caucasians to develop chronic renal failure,
they have less access to renal transplantation. They are less likely to be evaluated for transplanta-
tion, to be placed on waiting lists, and to find a suitable donor (38,39). Also, waiting times on
transplantation lists are longer for African Americans. The point system for prioritizing cadaveric
kidneys gives priority to HLA matching, which improves graft and patient survival. However, this
makes it more difficult for African Americans to receive cadaveric kidneys. Although African
Americans donate cadaveric kidneys at the same rate as Caucasians, they have a greater need for
renal transplantation. Because the prevalence of ABO and HLA antigens differs among ethnic
groups, African Americans are less likely to find a highly matched Caucasian donor. Thus, the allo-
cation procedures to maximize benefit through optimal graft survival conflict with equitable access
to transplantation. Proposals have been made to modify the point system to increase equity while
only slightly increasing renal graft loss (40,41).

DIFFERENCES IN ALLOCATING VARIOUS ORGANS

The ethical guidelines of beneficence and justice are balanced differently for different organs (33).
For renal failure, dialysis is an effective alternative to transplantation and the level of HLA match-
ing is a predictor of cadaveric graft survival. Hence, urgency is not considered and HLA matching
is given weight. In contrast, in liver failure, because there is no alternative to transplantation, the
highest priority is given to patients in the most critical condition. HLA matching is not considered
because it has little impact on outcomes for this procedure. These different ethical considerations
might conflict. For example, liver recipients with the most urgent need have worse outcomes and
greater costs than more stable patients.

PATIENT BEHAVIORS THAT CAUSE DISEASE

Patients with end-stage alcoholic cirrhosis disease initially were not considered for transplan-
tation because it was believed that active drinkers would not take immunosuppressive medica-
tions regularly. However, selected alcoholics who receive liver transplantation have short-term
and long-term survival rates comparable to those of patients with other liver diseases even
though a few recipients have a relapse of alcoholism and are noncompliant with immunosup-
pression (42). Thus, the issue is not whether such transplantation is medically feasible but
whether it should be done. Some argue that patients who develop end-stage liver disease “through
no fault of their own” should have higher priority than persons with alcoholism (43). In this
line of thinking, patients should be held responsible for behaviors that would deprive others of
scarce resources. Others contend that the public might be less willing to donate organs if they
are given to alcoholics. On the other hand, restrictions on liver transplantation for alcoholics
have been strongly criticized (44). Critics argue that because alcoholism has genetic and envi-
ronmental components that are beyond the person’s control, it would be unfair to hold a patient
responsible for it. Moreover, criteria for disqualification are inconsistent and arbitrary and
treatment for alcohol dependence is not routinely offered (45). Furthermore, judgments of
moral responsibility are not made for other illnesses. For example, smokers are not precluded
from heart transplants.
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COST OF TRANSPLANTATION

Because of the soaring cost of medical care, the cost effectiveness of organ transplantation cannot
be ignored. In 2002 average billed charges for a kidney transplant were $143,000, for a liver trans-
plant $314,000, and for a heart transplant $392,000 (46). The annual costs of follow-up care after
transplantation are comparable to the costs of other high-technology medical interventions, such as
cancer chemotherapy (35).

The cost of organ transplantation can also be viewed in the context of allocating resources in a
health care system that denies many persons access to basic care. Critics charge that “allowing our-
selves t0 become too caught up in such problems as the shortage of transplantable organs while . . .
millions of people do not have adequate or even minimally decent care” is “medically and morally
untenable (47).)

In summary, although organ transplantation can return patients with end-stage illness to active
lives, it raises difficult issues of informed choice in donation and fair allocation of scarce resources.
These dilemmas need to be addressed openly in order to maintain public trust in transplantation.
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Testing for Genetic
Conditions

The Human Genome Project, which completed DNA sequencing of all human chromosomes
in 2002, has the ultimate goal is of developing tests and therapies for illnesses that have a genetic
component. Genomics refers to the DNA sequence of chromosomes; genetics refers simply to the
science of inheritance. For some genetic diseases, such as sickle cell anemia, phenylketonuria, and
Tay-Sachs disease, screening tests have been available for years. DNA-based testing has recently
become available for conditions such as cystic fibrosis (CF), familial colon and breast cancer,
hemochromatosis, and polycystic kidney disease.

DNA testing for predisposition to adult-onset genetic diseases must be distinguished from car-
rier screening and prenatal testing. In adult-onset conditions, DNA screening might lead to further
diagnostic and therapeutic interventions for the person who is tested. In contrast, carrier screening
for recessive conditions has no therapeutic implications for the persons tested but might affect their
future reproductive decisions. Prenatal genetic testing raises additional ethical controversies over
procreation and abortion.

With ongoing advances in genomics, physicians in all speciaities will increasingly be asked to
advise patients about genetic testing. This chapter discusses DNA-based screening tests’ clinical
limitations, genetic discrimination, informed consent for genetic testing, and confidentiality of test
results.

WHAT IS DIFFERENT ABOUT GENOMICS?

Although genetic or genomic information is commonly viewed as qualitatively different from
other clinical information, on closer examination this claim is untenable.

GENES RARELY DETERMINE DISEASE OR BEHAVIOR

The popular press has characterized the human genome as a “blueprint” for life or as a “future
diary.” These metaphors imply that a person’s DNA sequence determines that person’s future.
Genomic information is often considered to have greater predictive power than other types of med-
ical information. Single-gene mutations that have complete penetrance cause some severe dis-
eases, such as sickle cell anemia or Huntington disease, but most genes have incomplete
penetrance or variable expressivity—that is, their presence does not reliably predict the occurrence
of disease. Furthermore, most common conditions are polygenic. For example, whether a person
develops hypertension and diabetes will likely depend on several genes, as well as on environmen-
tal factors such as diet, exercise, and exposure to viral illness. No matter how clearly we under-
stand human genetics, education and environment as well as heredity determine health and illness.
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Testing for Genetic Conditions

THEORIES OF INHERITANCE HAVE BEEN ASSOCIATED WITH CONTROVERSIAL
SOCIAL BELIEFS

Ideas about genetic inheritance were used in the late 19th and early 20th centuries to support ideas
of racial superiority as well as discriminatory social policies. Eugenic laws were passed forbidding
marriage or mandating sterilization of people categorized as feebleminded, insane, and criminals
(1). In addition, miscegenation laws and restrictive immigration policies were enacted (1). The sci-
ence used to support such discriminatory policies was deeply flawed (1,2).

During the 1970s many states enacted sickle cell anemia screening programs that contained
“blatant medical and scientific errors,” such as labeling sickle cell anemia an infectious disease or
a sexually transmitted disease and confusing sickle cell disease with the trait (3). Persons with
sickle cell trait, who have no impairment or increased risk for disease, were denied employment,
health insurance, and schooling. In addition, targeting of these programs at African Americans
fueled accusations of genocide (4). Because of this adverse historical legacy, genetic research and
testing might be viewed with suspicion or concern. Some people fear that genetics might be used
today to justify discriminatory social policies (5).

GENETIC ADVANCES MIGHT UNDERMINE TRADITIONAL MORAL BELIEFS

Critics fear that advances in genetic science might contradict moral and religious teachings about
human nature and undermine human dignity (6). For example, some oppose preimplantation
genetic diagnosis as fostering a desire for the “perfect” baby, disrespecting persons with disabili-
ties, violating the natural order, and undermining the awe of procreation (6).

Advances in genetics might also change beliefs about individual responsibility. People gener-
ally are not considered responsible for inherited conditions. Identification of genes that predispose
to alcoholism or drug addiction might weaken the idea that persons with these conditions lack will
power or are irresponsible. Instead, evidence of genetic predisposition might strengthen the view
that such persons are patients who need medical treatment.

GENETICS PROVIDES INFORMATION ABOUT RELATIVES AS WELL AS
THE PROBAND

All genetic information, whether a family history or a DNA test, provides information about rela-
tives as well as the patient. Ethical dilemmas might arise about the confidentiality of genomic
information if the proband refuses to share information that would enabie relatives to take effective
steps to prevent or treat a serious disease.

WHEN IS DNA-BASED GENETIC TESTING APPROPRIATE?

Every clinical test should meet several criteria in order to be adopted in clinical practice (7). Ana-
lytic validity means that the test is reliable and accurate. Clinical validity means that the test pre-
dicts the presence or absence of clinical disease or condition. In technical terms, the test must have
high positive and negative predictive value. Clinical utility means that testing must lead to better
outcomes for the patient. The potential benefits of testing must outweigh the risks, and the balance
of benefits to risks must be acceptable to the patient. For most conditions a screening test is justi-
fied only if there is an intervention that wiil prevent the disease or if treatment is more effective
when started early in the disease (8). Earlier diagnosis alone is not usually considered a justifica-
tion for screening for risk factors. However, some patients might desire screening for a serious ill-
ness even when there is no prevention or treatment because, if positive, they would change their
life plans.

Thus, genomic screening tests are most justified if the disease is serious, the test has very high
positive and predictive value, and prevention or treatment is effective. However, many DNA tests
are ordered in situations that do not meet these criteria (9). The following examples illustrate dis-
eases for which DNA-based genetic tests are appropriate, as well as conditions for which testing is
not warranted, even though testing for a specific mutation is technically feasible.
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HEREDITARY NONPOLYPOSIS COLORECTAL CANCER (HNPCC)

This autosomal dominant syndrome is caused by mutations in mismatch-repair genes. The most
common mutations, MLH1 and MSH2, occur in 2.7% of cases of newly diagnosed colorectal can-
cer (10). In persons with these mutations, the lifetime risk of colorectal cancer is as high as 85%
(11). Also, cancers are more likely to be earlier-onset and synchronous. Screening colonoscopy,
which should start around age 20 to 25, has been shown to cut the risk of colorectal cancer in half
and decrease overall mortality by 65% (10). In addition to MLLH1 and MSH2, many other muta-
tions can cause this syndrome. Hence, testing for only these two mutations has a sensitivity of only
65% and false-negative tests are common.

BRCA1 AND BRCAZ2

These autosomal dominant genes for susceptibility to breast cancer account for about 2% to 3% of
cases of breast cancer. In families with a high incidence of breast and ovarian cancer, mutations in
BRCAL are associated with up to an 85% lifetime risk of developing breast cancer and a 40% risk
of ovarian cancer (12).

BRCA testing has important limitations. False-negative tests might occur if a specific mutation
has not been identified in an index case in the family. This lack of sensitivity occurs if the test used
did not detect a BRCA mutation or if a different gene caused the pattern of illness in the family.
The test’s Limitations are due in part to the patent holder’s licensing restrictions, which have dis-
couraged other laboratories from developing tests that screen for additional mutations (13).
Another limitation is uncertainty over optimal care for women who are found to have BRCA muta-
tions. Screening mammography should begin earlier for affected women, but the currently avail-
able preventive measures, prophylactic mastectomy and oophorectomy, are major interventions
that carry significant medical and psychosocial ramifications.

HEMOCHROMATOSIS

Hemochromatosis is a syndrome of cirrhosis, diabetes, and gonadal failure due to iron overload.
About one in 200 persons of Northern European descent is homozygous for the mutation C282Y.
The value of DNA screening is unproven because of low penetrance even among heterozygotes for
this mutation and variable expressivity of disease.

FACTOR V LEIDEN

This abnormal clotting factor, which occurs in 5% of Northern Europeans, confers an increased risk
of venous thromboembolism. In women taking oral contraceptives, there is a 30-fold increase in rel-
ative risk. However, population screening is controversial because the absolute risk is very low.

GENOMIC TESTING IN CHILDREN

Testing children for increased risk for adult-onset diseases raises concerns because children bear the
risk of stigma and discrimination but cannot give informed consent. Such testing is best deferred to
adulthood whenever possible. However, testing in childhood might be justified in exceptional cases
in which treatment or prevention would lead to a clinically significant benefit for the child.

GENETIC DISCRIMINATION

Screening for genetic disorders might lead to stigmatization and discrimination. Asymptomatic
persons at increased risk for adult-onset genetic conditions might regard themselves, or be
regarded by others, as impaired, unwhole, or flawed despite their good health. Persons with
asymptomatic genetic abnormalities have been reported to suffer discrimination in employment or
health insurance (14-16). Furthermore, the belief that it is “irresponsible and immoral for people
who could transmit disability to their offspring to reproduce (3)” might cause severe stigma.
Because of past abuses in the United States, fears of discrimination resulting from genetic testing
need to be taken seriously.
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INSURERS

In the current U.S. health care system, health and life insurance companies have incentives to use
genetic testing to avoid adverse selection. Patients who learn that they are at risk for genetic dis-
eases naturally want to be well insured. If insurers cannot identify such high-risk persons, they
would sell increased coverage at relatively low rates to people who know they are at increased risk
for future illness. Insurers therefore want to know any pertinent medical information that the appli-
cant knows. Companies often refuse to insure people at increased risk for diseases, exclude the dis-
eases from coverage, or set prohibitive premiums. In response to such concerns, most states have
prohibited genetic discrimination in health insurance (17).

Widespread genetic testing might be incompatible with the current system of risk rating and
exclusion of high-risk persons from coverage (18). With increases in genetic screening, more and
more people will be found to be at risk for some genetic disease. If all such persons were in effect
excluded from coverage, the very purpose of health insurance—to pay for health care when illness
strikes—would be negated.

EMPLOYERS

Employers also have incentives to utilize genetic screening. Excluding employees who are likely
to become sick will increase future productivity and cut health insurance premiums. Employers
might also want to identify workers at genetic risk for occupational diseases because it might be
cheaper to exclude them from the workplace than to reduce occupational exposure.

Genetic testing, however, could be a tragedy for employees identified as at risk for adult-onset

 conditions (19). They might be unable to find employment, even if they are asymptomatic and able

to work productively. In turn, they would be unable to obtain employment-linked health insurance.
Several states have enacted legislation banning employment discrimination on the basis of genetic
information (17,19).

ANTIDISCRIMINATION LAW

The Americans with Disabilities Act (ADA) bans discrimination against persons who have condi-
tions that result in significant impairment or who are regarded as having a significant impairment.
Under the ADA preemployment medical inquiries and examinations are prohibited until after a job
offer has been made. Results may not be used to exclude an applicant from the job unless the
“exclusion is shown to be job related, consistent with business necessity, and not amenable to rea-
sonable accommodation (20).” In regulations to implement the ADA, the Equal Employment
Opportunity Commission (EEOC) has stated that the ADA covers persons who have suffered dis-
crimination based on genetic information—for example, because of a genetic predisposition to a
disease (16). The EEOC advisory interpretation does not cover carriers of recessive or sex-linked
genetic diseases (18). However, the courts have not adjudicated this issue, and the Supreme Court
has narrowed the protections provided under the ADA.

INFORMED CONSENT

Careful attention to informed consent can maximize genetic testing’s benefits while minimizing
the risks. DNA-based genetic testing differs from most other blood tests because it has significant
psychosocial risks (21). Breaches of confidentiality might cause stigma and discrimination. Even
if they are asymptomatic, persons found to be at risk for adult-onset illness might regard them-
selves as abnormal or be regarded as such by family members, teachers, or employers. In addition,
patients might experience psychological distress after learning either positive or negative test
results; generaily the distress is mild, however (22).

IMPORTANCE OF INFORMED CONSENT

Informed consent is particularly important for genetic testing because persons differ on whether
the benefits of testing outweigh the risks. Some persons at risk will want more prognostic infor-
mation, even if its significance is uncertain and no proven preventive or therapeutic intervention is
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available. Others will decline testing because they do not perceive themselves to be vulnerable or
are concerned about losing health insurance (23).

Truly informed consent for genetic testing will thus be difficult. Genetic concepts and probabil-
ity are difficult to comprehend. Misunderstandings about genetic testing and the interpretation of
results are widespread among health professionals and laypeople alike (9). The availability of mul-
tiplex testing, which allows the detection of several genetic conditions from a single blood sample,
will further complicate consent.

NONDIRECTIVE GENETIC COUNSELING

Nondirectiveness has been a core tenet in genetic counseling, but people interpret the term differ-
ently. It commonly means that all sides of an issue are presented without bias, that the counselor’s
personal views should not influence the client’s decision, and that the client’s or couple’s decision
is respected (24). Historically, the ideology of nondirectiveness developed as a reaction to eugeni-
cist policies and from the desire to distance prenatal genetic diagnosis from controversies over
abortion (25).

Empirical studies question whether genetic counselors are in fact nondirective (26). In one
study 28% of genetic counselors said they would recommend testing or screening to a client (24).
Another study found that genetic counselors gave advice an average of almost six times per session
and that clients did not object (27). Fewer than 20% of clients thought they were definitely being
steered in a particular direction. Other writers suggest that most problems with nondirectiveness
could be solved through better communication skills (28). Counselors can respond to clients’ direct
questions about what to do by expressing empathy and suggesting issues to consider in making the
decision rather than by giving a direct recommendation. Moreover, advice can be framed tenta-
tively as a suggestion rather than as a directive.

The stance of nondirectiveness is ethically problematic for several reasons. First, when patients
request advice it might be incompatible with a caring doctor—patient relationship. Second, it might
violate ethical guideline of beneficence. Outside the prenatal context, physicians recommend
highly predictive screening tests for serious iliness for which effective preventive measures or
carly treatment are available. Finally, the physicians have some obligation to be directive if patients
make a decision that is ethically troubling (25). Physicians should encourage patients to share
genetic test results with relatives who might be at high risk for a serious disease, and in some situ-
ations they might have an obligation to override confidentiality.

RECOMMENDATIONS

Because of the shortage of formally trained genetic counselors (29), physicians will need to help
patients make decisions about genetic testing. They need to learn enough about genetic tests to
provide sound information and advice.

Provide Pretest Education

To the extent that a DNA-based genetic test is not just another blood test, education about the lim-
itations of testing and psychosocial risks is desirable before testing is carried out. Such pretest edu-
cation is particularly appropriate for predictive tests that have questionable clinical validity and
utility and for conditions that have no effective prevention or treatment.

Make a Recommendation for Testing

Physicians should make a recommendation for genetic testing for susceptibility to adult-onset
diseases, just as they would for other screening tests. Both evidence-based medicine and the
patient’s values and situation should guide these recommendations. In some situations genetic
tests are highly predictive of future disease and effective prevention or early treatment is avail-
able. Doctors should recommend such tests. In other situations genetic testing will provide lit-
tle or no guidance for clinical decisions. Physicians should recommend against such testing.
Some patients might still want nonrecommended testing (30); their informed choices should be
respected.
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CONFIDENTIALITY

Genetic testing provides information about relatives as well as about the person being tested.
DNA-based genetic testing might have more predictive power than other types of genetic informa-
tion. Persons identified as having a predisposition to an adult-onset genetic illness have a moral
duty to inform relatives who might also be at risk. Similarly, persons identified as carriers of an
autosomal recessive condition have a moral duty to disclose such information to their partner or
spouse when making reproductive decisions. An ethical dilemma can arise for physicians when the
patient objects to such disclosure.

WHEN IS OVERRIDING CONFIDENTIALITY JUSTIFIED?

The guidelines in Chapter 5 for determining whether an exception to confidentiality is justified can
be applied to genetic testing. Suppose a colon cancer patient with a strong family history of colon
cancer is found to have a mutation for HNPCC but refuses to inform her relatives. The potential
harm to identifiable third parties is serious and the likelihood of harm is high. There is no less inva-
sive means for warning relatives at risk because the presence of an MLLH1 or MSH2 mutation has
much greater predictive power than simply the family history of cancer. Breaching confidentiality
allows relatives at risk to take effective steps to prevent harm—namely, initiation of annual screen-
ing colonoscopy at an earlier age. Thus there are good reasons to override confidentiality in this
situation (31,32). On the other hand, the proband might feel wronged by the breach of confiden-
tiality. In genetic testing the proband’s identity can usually be inferred. Another problem is that the
person notified might feel that his or her privacy has been violated or might not want to know that
he or she is at risk (33).

Some have argued that overriding confidentiality to prevent infectious disease can be distin-
guished from this case because the person with a genetic condition does not cause the risk (34).
However, the rationale behind overriding confidentiality is the prevention of serious and likely
harm to unknowing third parties, regardless of the risk’s cause. As in most cases in which confi-
dentiality is overridden, it is impossible to identify and contact those at risk if the proband does not
cooperate.

Only two cases involving overriding confidentiality of genetic information have reached appel-
late courts, and the rulings differ on whether the physician has a duty to warn relatives at risk and
whether the physician may rely on the proband to warn relatives (35,36). Thus, physicians cannot
simply follow the law but need to rely on their ethical judgment.

In most cases of genetic predisposition to adult-onset conditions, overriding confidentiality is
unjustified because the test’s predictive power is low or there are no effective preventive measures
(32). In autosomal recessive conditions such as CF, there are no compelling reasons to override
confidentiality, Relatives who might be carriers are at no risk for illness, and their offspring will be
at risk only if their partners are also carriers.

RECOMMENDATIONS

Discuss Disclosure during Pretest Counseling

Discussing the importance of disclosure during informed consent process for testing can prevent
most dilemmas about disclosure to relatives and spouses.

Urge Disclosure of Positive Results to Relatives or Spouses

Physicians should urge patients to disclose positive results to relatives or spouses when the infor-
mation is pertinent to their health. In this situation nondirective counseling is highly problematic.
Physicians can elicit patients’ concemns about sharing test results and help them resolve those con-
cerns. For example, patients who do not want to have contact with estranged relatives might be
willing to have the physician contact them.

Disclosure Against the Patient’s Wishes Should Be a Last Resort

In some situations there might be compelling reasons to disclose results of genetic testing to rela-
tives over the patient’s objections. Such disclosure should be done only as a last resort after attempts




278 SECTION VI @ FEthical Issues in Clinical Specialties

have failed to persuade the patient to allow notification and after the physician has told the patient
that notification will occur and has given the patient the option to notify relatives directly. Further-
more, if the person at risk should be offered the information; if he or she has indicated that he/she
does not want to know the information, these wishes should be respected.

In summary, physicians will increasingly be asked to help patients weigh genetic testing’s ben-
efits and risks. Physicians have an obligation to learn about the new applications of molecular
genetics to clinical medicine. In advising patients about genetic testing, physicians need to be
aware of testing’s clinical limitations, the risk of discrimination, the importance of informed con-
sent, and the need for confidentiality. Physicians as well as society as a whole can take steps to
maximize genetic testing’s benefits and promise while minimizing the harms.
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Ethical Issues in Public
Health Emergencies

In 2001 the attacks on the World Trade Center and the Pentagon and the subsequent outbreaks of
inhalational anthrax raised concerns about bioterrorism. The federal government developed a vac-
cination strategy in case of a smallpox outbreak initiated by terrorists. In 2003 severe acute respi-
ratory syndrome (SARS) rapidly spread to many countries through international travel. These
incidents dramatize how serious public health emergencies might require large-scale public-health
interventions. Measures such as quarantine, isolation, and compulsory vaccination raise public
policy dilemmas about how to protect the public health while still respecting individual freedom
and treating different groups equitably (1-5).

This chapter focuses on the clinical dilemmas that physicians will confront because some
patients will disagree with public health measures. Some will not accept restrictions on their free-
dom of movement and others will want preventive measures that are not recommended.

RECENT PUBLIC HEALTH EMERGENCIES

In October 2001 cases of inhalational anthrax occurred in several states. In Washington, D.C.,
congressional staff who were exposed to anthrax contained in a letter were offered prophylactic
antibiotics within hours. In contrast, prophylactic antibiotics for postal workers were delayed,
even after several workers were hospitalized with what was determined to be anthrax pneumonia.
Concerns were raised that working class, predominately African-American postal workers received
less timely prophylactic care than predominately Caucasian congressional staff. Across the
country, during the season of upper respiratory infections and influenza, many people presented
to emergency departments and physician offices with concerns about inhalational anthrax. Pre-
scriptions for ciprofloxacin, the recommended drug for inhalational anthrax, increased so much
that a shortage of this antibiotic was feared. The anthrax outbreaks illustrate how knowiedge
about an outbreak is incomplete and evolving, how perceptions of discrimination might arise,
and how people might request preventive measures beyond those recommended by public health
officials.

In 2002 the Centers for Disease Control and Prevention (CDC) developed plans for smallpox
vaccination of first responders to an outbreak. At first the union for emergency medical technicians
(EMTs) pressed for vaccination of the families of EMTs, arguing that they could be exposed to
smallpox through clothing worn by EMTs (6). However, wider vaccination before an outbreak was
rejected because the vaccine was in limited supply and because of risks to immunosuppressed third
parties. Ironically, vaccination of first responders later fell far short of target levels because of the
risk of cardiac adverse events. The smallpox vaccination program illustrates how preventive inter-
ventions might need to be triaged and how persons might demand greater access to such measures
than public health guidelines recommend.
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The SARS epidemic in 2002-2003 illustrated how emerging infections might spread rapidly
from country to country in the era of international airplane travel. Public health responses varied
markedly in different nations (7,8). In China officials locked patients and health care workers in
hospitals that experienced many cases of SARS. In Canada, in contrast, exposed persons were
quarantined in their homes,

HOW ARE ETHICAL ISSUES IN PUBLIC HEALTH DIFFERENT?

FOCUS ON THE PUBLIC GOOD RATHER THAN ON THE INDIVIDUAL PATIENT

Public health focuses on assessing benefit and risk to the public rather than to the individual patient
(1,9). It might be appropriate for public health officials to impose compulsory public health meas-
ures to respond to a serious, probable threat to the public. Such measures might restrict freedom of
movement, as through quarantine or isolation. In addition, mandatory interventions may be imposed,
such as testing, treatment, and vaccination. Thus, the autonomy and liberty of individual patients
may be overridden in an emergency for the public good. This is a sharp difference from ordinary
clinical practice, in which individual patients decide whether to accept or decline an intervention
based on their own assessment of the benefits and risks of the intervention.

INDIVIDUAL AUTONOMY MIGHT BE OVERRIDDEN

Public officials must observe ethical guidelines when imposing mandatory interventions in response
to a serious and probable harm to the public health (1,3,4,9). The intervention should be effective
in addressing the threat and be the least restrictive alternative that will do so. There should be pro-
cedural due process for persons deprived of their freedom and autonomy. That is, persons who are
subjected to compulsory measures should have the right to an open, impartial, and timely appeal
of their case. Furthermore, the benefits and burdens of the public health interventions should be
equitably distributed across society, consistent with the threat’s epidemiologic features. In the
past, public health measures were sometimes applied discriminatorily and persons and groups
affected by epidemics were often stigmatized (5,10). However, no group should bear an unjust
share of the burdens of public health interventions or gain an unjust share of the benefits. Even
the perception that some groups are being treated unfairly will undermine public support for com-
pulsory measures.

Public health policies in an emergency fall within the authority of public health officials, not
individual clinicians. Physicians should presume that public measures are reasonable and fair if
they are developed through appropriate decision-making procedures. If doctors have questions or
disagreements, they should raise them with officials rather than take it on themselves to override
guidelines. Public health officials generally welcome such input from frontline physicians.

Ultimately, public health officials have police powers to enforce public health mandates. How-
ever, mandatory measures have costs and adverse effects that need to be taken into account. Isola-
tion and quarantine raise difficult social, financial, and logistic challenges (11). Public health
investigations, particularly in unprecedented outbreaks, usually require affected persons’ coopera-
tion, and the use of force might undermine such cooperation. Hence, public health officials gener-
ally invoke compulsory measures only as a last resort after less drastic measures have failed to
control an outbreak. It is not necessary to have 100% enforcement of isolation or quarantine in
order to stem an outbreak (11).

WEAKER EVIDENCE BASE

The evidence base for interventions in public health emergencies might be weaker than the evi-
dence base for clinical practice. Knowledge about new conditions such as SARS or inhalational
anthrax is incomplete and develops over time. Accurate diagnostic tests might not be available at
the start of an outbreak. For fatal or serious conditions, there can be no definitive clinical trials of
new vaccines or therapies because it would be unethical to administer the infectious agent to vol-
unteers. Moreover, public health officials might need to act quickly on the basis of uncertain and
incomplete information.
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PATIENT DISAGREEMENTS WITH PUBLIC HEALTH POLICIES

In public health emergencies physicians in clinical practice will encounter patients who believe
that infringements on their autonomy are unwarranted or unfair. Two different scenarios might
arise: Patients might request interventions beyond those recommended or patients might refuse
public health measures.

REQUESTS FOR INTERVENTIONS NOT RECOMMENDED
IN PUBLIC HEALTH GUIDELINES

CASE 43.1 Patient who requests antibiotics.

During the anthrax outbreaks in the fdll of 2001, a 48-year-old man requests a prescription for
ciprofloxacin. He is a Federal Express driver who has had no exposure to anthrax but is concerned that
he is at high risk for exposure in light of the cases of anthrax transmitted through the mail. “Look at
what happened to those postal workers in Washington. Two of them died, and there were delays in
getting them antibiotics. If | see white powder, | want to take the antibiotics right away.” After the
physician explains that there are concerns about a national shortage of the antibiotic of choice if a mas-
sive outbreak occurs, the patient retorts, “That’s ridiculous. Look at those office workers in Congress
who weren’t even exposed. They got cipro in a few hours. They weren’t told there was a shortage.”

In ordinary clinical practice, when patients request interventions that are not indicated, physi-
cians generally attempt to persuade the patient (see Chapter 32). Nevertheless, physicians often
accede to such requests as long as the intervention does not present undue risk to the patient. In
contrast, in a public health emergency it might not be appropriate or feasible to provide requested
interventions that fall outside the guidelines (12).

Protect the Public Health

In public health emergencies physicians have a primary obligation to act for the common good.
Unlike in ordinary clinical practice, physicians need to consider how a decision for one patient
might significantly affect the spread of an epidemic, public trust, and perceptions of fairness. If
many patients receive nonrecommended interventions, the press is likely to report the story. In
turn, people might believe that the guidelines are being unfairly implemented or that the magnitude
of the threat is greater than officials acknowledge. As a result, trust in public health officials might
be undermined.

A particular case might be a justified exception to public health policies or might show that a
policy needs to be modified. The burden of proof in an emergency is on those who argue that an
exception or modification is warranted. An exception must be fair in the sense that it would also
apply to all patients in a similar clinical situation, not just in that particular case. If such a wide-
spread exception would not be feasible from a public health perspective, it is difficult to justify
making an exception for an individual patient.

Physicians should clarify how strictly public health guidelines are to be enforced; officials
might accept less than full compliance. In Case 43.1 it might be plausible to write a prescription
for ciprofloxacin for someone in a high-risk occupation. Guidelines in this context reflect recom-
mendations, as opposed to mandatory rules. In other situations, however, public health interven-
tions are tightly controlled and the physician might have little or no discretion. For instance, early
in the smallpox vaccination program, explicit criteria for eligibility were set because of a shortage
of vaccine.

Physicians should help patients understand that in a public health emergency decisions need to
be based on public health considerations as well as their personal preferences. The impact on the
well-being of other persons and the public is paramount. Although resource constraints exist in
ordinary clinical care (see¢ Chapter 30), they usually are not the determining factor in decisions.

Act in the Patient’s Best Interests

In so far as it is possible, physicians should maintain their usual role of acting in the patient’s best
interests while observing public health guidelines that are strictly enforced.
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Elicit and address patient concerns and emotions. Fear and a sense of loss of control are
natural buman reactions to public health emergencies and they need to be acknowledged. Also,
physicians should acknowledge the uncertainty inherent in a situation where knowledge is evolving,.
Trying to reassure people by telling them not to worry is unlikely to be effective. Patients might be
more willing to pay attention to public health after their own needs are addressed.

Use the doctor-patient relationship to benefit patients. As was demonstrated in the SARS
epidemic, patients can often be reassured if they believe they can see the physician promptly if
their condition worsens or fails to improve (13). Also, patients can be reassured by knowing what
warning signs they should watch for.

Address patient concerns in other ways. It might be possible to address the patient’s concerns
and needs without affecting public health. For example, if access to ciprofloxacin were strictly
limited, the physician could prescribe antibiotics that are not in such short supply and that might
also be effective. When patients have a prescription and access to follow-up care, their sense of
control might be increased to the extent that they decide not to take the drug.

REFUSAL OF PUBLIC HEALTH INTERVENTIONS

CASE 43.2 Patient who rejects quarantine.

During the SARS epidemic in 2002, a 48-year-old businessman presents with fever, cough, and malaise.
Five days before, he returned from a trip to a country where SARS cases have been reported but he was
not near the area in which the cases occurred. He says his symptoms are no different from what he
commonly experiences after such long travel. Because SARS cases have been reported in his city, public
health officials are requiring physicians to report such cases for consideration of home quarantine. He
objects strongly. “If I had known that, | wouldn’t have come in. | have a lot of meetings that | can't do
over the phone. My business would go down the tubes if | were in home quarantine.”

In clinical practice when patients refuse recommended interventions, their informed wishes are
respected. However, in public health emergencies, individual autonomy is not paramount (1).
Compulsory measures may be imposed to prevent transmission to others and to control an out-
break of a serious infection.

Protect the Public Health

Physicians need to be clear about the limits of their discretion in public health emergencies. In
some situations doctors might have little control over public health measures. Reporting of emerg-
ing infections or infections related to bioterrorism might be mandatory and done directly by hospi-
tals or clinical laboratories rather than by individual physicians. In other situations isolation and
quarantine might be voluntary rather than mandatory; if this is the situation in Case 43.2, the physi-
cian may exercise discretion.

Act in the Patient’s Best Interests (12)

Advocate for changes in guidelines or exceptions. Doctors should communicate disagreement
with public health guidelines to responsible officials. For example, a policy of quarantine for all persons
who have traveled to a particular country might not be warranted if cases of the disease have been
reported only from a well-defined area of a large country. Justifications for exceptions need to have a
sound public health basis. It would be ethically inappropriate to argue that patients who would suffer
great economic losses should be exempted from home quarantine.

Establish common ground with the patients. When patients refuse public health measures,
physicians can still find areas of agreement. For example, most patients do not want to infect their
families. Also, business people might suffer greater harm to reputation and business relationships
if they flout public health measures and others are infected as a result. Furthermore, cooperating
with public health officials might enable patients to have access to special tests that are not otherwise
available.
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Mitigate the risks of mandatory public health interventions. Physicians can assuage the
adverse psychosocial consequences of quarantine or isolation by keeping in telephone contact with
patients and addressing’ their feelings of isolation. In addition, physicians can help address
practical concerns—for example, by referring patients for social services and for legal assistance
as needed.

Refrain from Deception

Patients might ask doctors to intentionally misrepresent their condition in order to exempt them
from public health policies. For instance, patients might ask physicians to certify that they do not
have a reportable condition. Such deception to third parties is ethically problematic for physicians
(see Chapter 6). If doctors intentionally mislead third parties who have an cthical and legal right to
information about the patient, they cannot be trusted to tell the truth in other situations. Moreover,
the harms of such deception outweigh the benefits when the adverse consequences to other patients
and the public are taken into account.

In summary, in public health emergencies time for physicians to deliberate about a particular
case might be limited. Further public health emergencies are to be expected. Before a crisis occurs,
physicians should think through in advance how they would respond to foreseeable dilemmas that
arise when patients disagree with public health recommendations or requirements.
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1. Childress JF, Faden RR, Gaare RD, et al. Public health ethics: mapping the terrain. J Law Med Ethics
2002;30:170-178.
Presents ethical framework for public health policies.

2. Gostin LO, Sapsin JW, Teret SP, et al. The Model State Emergency Health Powers Act: planning for and response to
bioterrorism and naturally occurring infectious diseases. JAMA 2002;288:622—628.
Proposes model state legislation to grant emergency powers to public health officials while still respecting indi-
vidual liberties.

3. Lo B, Katz MH. Clinical decision-making during public health emergencies: ethical considerations. Under review.
Analyzes ethical dilemmas that frontline clinicians face during public health emergencies.
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Cases for Discussion

CASE 1. Choosing among therapeutic options for prostate cancer.

An asymptomatic 52-year-old teacher is diagnosed with prostate cancer on the basis of a prostate-spe-
cific antigen of 5.4 (normal < 4.0) and a needle biopsy that shows several foci of adenocarcinoma with
a Gleason score of 3 + 3 = 6. Options for treatment include surgery, radiation, or “watchful waiting.”
Suppose that you are the attending surgeon.

QUESTIONS FOR DISCUSSION

1. You are hosting a visiting physician from China, who says he does not understand why Ameri-
cans regard informed consent as so important: “I can understand that in your country, you tell
patients they have cancer. But why don’t you then just do what is the best treatment for them
rather than going through what you call informed consent?” How would you explain (a) the
purposes of informed consent and (b) the ethical reasons for informed consent?

An intern asks you how to determine what information about surgery he needs to discuss with

the patient. “I just read a chapter in a surgery textbook, and I’'m not sure how much information

I am supposed to tell him to get informed consent,” he says. “There’s no way I can tell him

everything! What do I need to discuss with him?” How would you answer the intern’s question?

3. Suppose, on the basis of your critical reading of the published evidence, you believe that sur-
gery offers the best outcome for this patient. How do you take into account this judgment in
your discussions with the patient?

4. One resident has read articles reporting that patients don’t understand basic information that
physicians discuss with them and says, “Why do we bother with the informed consent? Patients
don’t understand what we say and don’t remember any of it.” How do you respond to the resi-
dent’s objections?

5. A student asks if patients need to be told of the role that students and residents play during sur-
gery and in postoperative care. One of the residents says, “We don’t need to tell the patient
about that. They have given implied consent to have residents and students participate in their
care by choosing to come to a teaching hospital.” Do you agree or disagree? Give the ethical
considerations for your position. How have the courts used the term “implied consent™?

g

CASE 2. Refusal of treatment by a patient with inoperable cancer.

A 64-yearold man has inoperable pancreatic cancer and obstructive jaundice. He had an internal
drainage tube placed in the common duct in an attempt to decompress his biliary tree and prevent sep-
sis. However, he developed cholangitis, which was treated with antibiotics. He entered hospice care,
and over the next 2 weeks he had progressive jaundice, abdominal pain, nausea, pruritis, anorexia, and
weight loss. His life expectancy is a few weeks. His drainage tube obstructs and he is admitted with
another episode of biliary sepsis. As his physician, you discuss with him plans for care. He is lucid and
shows no sign of mental impairment during your conversation.

QUESTIONS FOR DISCUSSION

1. The patient says he does not want cardiopulmonary resuscitation (CPR) if he suffers a cardiac
arrest. In a number of studies, no patients with metastatic cancer who suffer a cardiopulmonary
arrest leave the hospital alive after attempted resuscitation. Would you write a Do Not Attempt
Resuscitation (DNAR) order? How would you explain your decision?

2. What would you do if his wife or family disagrees with his refusal of CPR? What is the ethical
rationale for your decision?

285
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3. The patient also refuses antibiotics for biliary sepsis, saying: “There isn’t any point in going
through this again only to have another infection next week or the week after.” The intern exclaims,
“How can we not give him antibiotics? He’ll die without them, and we have an ethical duty to save
lives.” Do you agree to withhold antibiotics? What is the ethical rationale for your position?

CASE 3. Refusal of blood transfusions by a Jehovah’s Witness.

A 34-year-old man is hospitalized after an automobile accident that ruptures his spleen. A devout Jeho-
vah's Witness, he refuses transfusion. He does agree to a splenectomy and states emphatically, “I wish
to live, but with no blood transfusions.” He also refuses blood components and court-ordered transfu-
sions. He declares, "It is between me and Jehovah, not the courts. I'm willing to take my chances. My
faith is that strong.” He is lucid throughout the conversation.

QUESTIONS FOR DISCUSSION

1. His hematocrit drops to 14.1%. One of the residents says, “How can we just stand by when we
could bring him back to full health with transfusions? Aren’t doctors supposed to act for the
good of the patient? How can it be good for a young, healthy man to die needlessly?” Do you
agree with the resident? What is the ethical rationale for your position?

2. The patient’s wife was a Jehovah’s Witness but left the faith. “I know that he says he doesn’t
want a blood transfusion, but I also know he loves his children,” she says. “He could never
agree to a transfusion, but he couldn’t bear to leave us either. Can’t you override his decision?
That’s what he would really want you to do.” How do you respond to the wife? Explain the eth-
ical rationale for your approach.

3. The surgeon is reluctant to operate without transfusion support. “What’s the point of taking
someone to the operating room to have him die on the table?” he says. “If he wants to refuse
transfusions and die in the emergency room, that’s his right. But he can’t force me to operate
and be responsible for his death.” Do you agree or disagree with the surgeon? What is the ethi-
cal rationale for your position?

CASE 4. No clear reason for refusal of medically effective treatment.

A 45-year-old woman has a 1/2-cm breast mass that is found to be malignant on needle aspiration.
With either mastectomy or lumpectomy plus radiation, she has an excellent chance of being cured of
her cancer. She refuses any form of therapy, saying that she wants to try natural healing through herbal
remedies, megavitamin therapy, spiritual healing, and relaxation techniques.

QUESTIONS FOR DISCUSSION

1. One resident objects, “How do we just stand by when she would most likely be cured of her
cancer with surgery? Aren’t we supposed to act in the patient’s best interests? How can it be in
the patient’s best interests to lose the chance to have her cancer cured?” Another resident says,
“Wait a minute, we’re supposed to respect patient autonomy. It’s her body and her life, and it’s
her decision.” How do you respond to these viewpoints? What is the ethical rationale for your
position? How would you carry out your position in practice?

CASE 5. Reporting a patient with syncope to the Department of Motor Vehicles.

A 76-year-old retired teacher with a history of coronary artery disease is hospitalized after a syncopal
episode. He is found to have ventricular tachycardia. He had two previous syncopal episodes during
the past 3 years. An automatic implantable cardioverter defibrillator (AICD) is implanted. During the
first year after implantation, about 10% of patients experience syncope or near-syncope because of
defibrillation.

QUESTIONS FOR DISCUSSION

1. A nurse in a clinic asks if the patient needs to be reported to the Department of Motor Vehicles. -
How do you respond? What ethical considerations support your position?
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2. Suppose that your patient is a 47-year-old bus driver instead of a retiree. The patient tells you
that he is willing to try anything, even take temporary leave from work, as long as you don’t
report him to the Department of Motor Vehicles. “Doc, if you take my license away, I can’t sup-
port my family,” he pleads. “I need this job.” How do you respond? What ethical considerations
support your position?

CASE 6. Use of anabolic steroids by an athlete.

A colleague asks your advice on a difficult case. A 19-year-old college swimmer reveals that she has
started to take oral anabolic steroids, which she obtains through friends at the gym where she lifts
weights. She says that she is aware of the long-term side effects but plans to use the drugs only while
she is competing in intercollegiate athletics. She doesn’t want to lose her scholarship; because many of
her competitors are using steroids, there is no other way for her to be competitive.

QUESTIONS FOR DISCUSSION

1. Your colleague asks whether she should tell the coach of the swim team about the patient’s
steroid use, saying, “Maybe she can discourage her from taking these drugs. It’s so dangerous
for her, and her health can’t be worth winning a few races. We need to act in her best interests.”
How do you respond? What ethical considerations support your position?

2. Another colleague, who joins your discussion, suggests: “She should be reported to the inter-
collegiate athletic officials. It isn’t fair to swimmers at other schools for her to have an advan-
tage. If she wants to risk her health, that’s her business, but let’s keep the playing field level.”
How would you respond? What ethical considerations support your position?

3. A third colleague says, “If you tell anyone, it should be her parents. If I were her mother, I'd
certainly want to know.” What is your view on talking to her parents? What ethical considera-
tions support your position?

CASE 7. Disclosure of genetic iliness to relatives

A 40-year-old auto mechanic is found to have a localized breast cancer, which is treated with lumpec-
tomy and radiation. Because of a family history of both ovarian and breast cancer in several first-
degree relatives, she is tested for BRCA-1 and is found to be positive for a mutation that is known to
confer a greatly increased risk for these cancers. As her physician, you discuss the implications of this
autosomal recessive condition for her 34-year-ofd and 36-year-old sisters and urge her to disclose her
test results to them so they also can be tested for BRCAT. A relative who has the same mutation has
a lifetime 85% risk of breast cancer and a 50% risk of ovarian cancer. An affected relative will prob-
ably want to begin screening mammography earlier than is usually recommended and also want to
consider interventions such as bilateral mastectomy, tamoxifen, and experimental therapies. Your
patient refuses to disclose her results to her sisters or alfow you to do so. “We had a major falling out
when mom died,” she tells you. “They did some things that I'm not sure | can ever forgive. | just don’t
want to get involved with them at this point in my life.”

QUESTIONS FOR DISCUSSION

1. A nurse is oufraged at the patient’s refusal to inform her sisters that they might be at high risk
for cancer. “We should pick up the phone and call them,” she says. “This is more serious than
tuberculosis and we notify contacts of TB patients. What if her sisters get tested later and have
inoperable cancer?” How do you respond to the nurse? What ethical considerations support
your position?

CASE 8. Refusal of colonoscopy.

A 72-year-old retired lawyer comes into the hospital with lower abdominal pain. He is found to have
guaiac positive stools and anemia. You plan to do a colonoscopy, but the patient refuses. During your
conversation, you learn that the patient spends all day closed inside his house where the electricity has
been turned off due to outstanding bills.
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One intern says that it is appropriate to seek a court order, saying, “This guy can’t even pay his bills, how
can we expect him to make decisions about his health care?” Another intern responds, “Look, I have trou-
ble paying my bills on time. | hope that no court would override my medical decisions.”

The patient’s only relative is a niece who lives in a distant state. She says that he is somewhat can-
tankerous and has always been independent and stubborn. She is unable to persuade him over the
phone to have the colonoscopy. She tells the doctors, “If you believe that he’s not able to make deci-
sions for himself, | would certainly give permission for you to the tests and treatments he needs. | want
the best care for him.”

QUESTIONS FOR DISCUSSION

1. What will happen if it is determined that the patient is competent to make medical decisions? If
he is determined to lack decision-making, capacity?

2. What questions would you ask the patient to better evaluate whether he is competent to make
decisions about his care?

3. The intern says, “I was told that we have to get a psychiatry consultation to declare a patient
incompetent.” Do you agree or disagree? What ethical considerations support your position?

CASE 9. Mechanical ventilation in end-stage lung disease.

A 72-year-old retired grocery store owner with end-stage interstitial lung disease presents to the Emer-
gency Department (ED) for shortness of breath that began 4 hours ago. On room air, she is breathing at
a rate of 36, is cyanotic, and has an O, saturation of 54%. She is afebrile and has no signs of consoli-
dation. Her chest x-ray shows no infiltrates. She pulls nasal canulae or mask delivering oxygen off her
face. Her daughter is unable to get her to keep the supplemental O, on. The patient is unable to have
a coherent conversation. At baseline her FEV'1 is 0.8 liters and her room air blood gas is PH 7.38, pO, 51
mm Hg, PCO; 55 mm Hg.

QUESTIONS FOR DISCUSSION

1. The daughter says that her mother knows that she has end-stage lung disease and has told her
ambulatory physician several times that she does not want to be intubated. The patient has also
told the daughter that she would not want intubation. Her daughter reports, “She knows what
intubation is. She had it several years ago when she had pneumonia. But she knows that her
lungs have just gotten worse and worse. She’s ready to die when the time comes, but she wants
to die with dignity, without machines or tubes.” However, she has never completed a durable
power of attorney for health care, and there is no Do Not IntubateDo (DNI) order in the com-
puterized record system. You are unable to get the ambulatory records, and the on-call physi-
cian does not know the patient. Your resident says doctors must provide treatment for potentially
reversible conditions, saying, “This is probably an aspiration pneumonia, from which she could
recover. Without a written advance directive or DNT order, we have to intubate her.” Do you
agree? What are the ethical justifications for your position?

2. One intern says, “We have to intubate her. All we know is what the daughter is telling us. How
can we be sure that she is accurately reporting what her mother wants? You never can trust fam-
ily members; maybe she is trying to get an inheritance. Whenever there is any doubt, we have
to err on the side of preserving life.”” The other intern responds, “But that means we would
never trust any family to make decisions for an incompetent patient, except when patients com-
plete a health care proxy. That doesn’t seem right”” Do you agree with the first intern? What are
the ethical justifications for your position? How might the intern’s concerns be addressed in
emergency situation?

CASE 10. Stroke and aspiration pneumonia.

A 74-year-old retired gas station owner with Alzheimer disease and coronary artery disease is admitted
with a stroke. Three days after admission he has a dense hemiplegia, is unable to speak coherently, and
has difficulty swallowing. An ECG also shows an acute myocardial infarction with many premature
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ventricular contractions. He develops an aspiration pneumonia that is treated with antibiotics. At his
baseline he often does recognize family members and needs help with all activities of daily living. He has
not given any written advance directives.

QUESTIONS FOR DISCUSSION

1. His wife and daughter report that he had said many times that becoming demented and living in
a nursing home would be a fate worse than death. He had helped care for an uncle with
Alzheimer disease and had said that not being able to recognize people and take care of himself
would be intolerable. The wife and daughter request that he be transferred out of the intensive
care unit (ICU) and allowed to die. They want a Do Not Attempt Resuscitation (DNAR) order,
no intubation, no feeding tube, and no antibiotics for infections. “Just keep him comfortable
and let him die in peace,” they say. They report that in the emergency room they agreed to
active treatments because they were told that his stroke might be reversible and that he might
return home. However, he has not improved after 3 days. They are unable to care for him at
home because of his wife’s medical problems and his daughter’s job. They also cannot afford to
hire full-time help. The nurses comment that they seem devoted to him.

2. How would the ethical analysis be different if the patient had completed an advance directive
appointing his wife as proxy?

CASE 11. Stroke and aspiration pneumonia.

Assume the same medical facts as in Case 3, but the patient has made no statements about his prefer-
ences for care. His wife and daughter believe that he would not want to receive continued ICU care
after failing to improve from his stroke. “He never really talked about what he would want in this situa-
tion for himself,” his wife explains. “But he was a man who prided himself on his independence and
dignity. He never wanted anyone to help him when he was injured or sick. He was always immaculately
dressed. He would never even go out to pick up the newspaper in the morning before getting dressed
because he didn't want anyone to see him in his robe or pajamas. It's hard enough for him to have us
help him. He would be mortified to have strangers help him with his bathing and dressing. We’ve been
married over 50 years, and | know in my heart he wouldn‘t want to live like this.”

QUESTIONS FOR DISCUSSION

1. The intern says that without some indication of the patient’s own preferences, either written or
oral, it is inappropriate to discontinue antibiotics or write a DNAR-DNI order. “What the wife
is saying is pure speculation,” the intern points out. “He may still improve from his stroke.” Do
you agree with the intern? What are the ethical justifications for your position?

CASE 12. Stroke and aspiration pneumonia.

Assume the same medical facts as in Case 3, but the patient has made no statements about his prefer-
ences for care and has no family members. He has lived in a nursing home for several years and has no
friends who visit him regularly. The nurses did not know him before he became demented.

QUESTIONS FOR DISCUSSION

1. One of the interns says, “We have to continue ICU care because we don’t know what the patient
would want in this situation. Without any surrogate, we have to give maximal treatment. How
can we say that it’s better for him to be dead than to live like this, when we don’t know him?”
Do you agree with the intern? What are the ethical justifications for your position?

CASE 13. Withdrawal of mechanical ventilation.

A 72-year-old retired grocery store owner with end-stage interstitial lung disease was intubated in the
ED. Later you obtain old records, which document extensive discussions with her primary physician that
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she does not want to be intubated or have resuscitation attempted. You also speak with the primary
physician, who confirms that the patient did not want to be intubated and says, “This Is exactly what
she most feared—that she be on a ventilator with nothing readily reversible.”

QUESTIONS FOR DISCUSSION

1. An ICU nurse says, “I would have no problem if we hadn’t intubated her in the first place. But
we can’t just turn off the ventilator or extubate her. She would die in a couple of minutes. That
would be killing her, pure and simple, just as if we injected potassium.” Do you agree with the
nurse? What are the ethical justifications for your position?

Because the patient will be dyspneic, you want to administer morphine and also provide seda-
tion. An intern objects, saying that it could reduce her respirations or lower her blood pressure,
which would kill her: “That would be active euthanasia, and that’s wrong.” Do you agree?
What are the ethical justifications for your position?

el

CASE 14. Do Not Attempt Resuscitation orders during endoscopy.

A 58-year-old woman with dysphagia is found to have inoperable carcinoma of the esophagus. She
realizes her poor prognosis and opts for palliation. With the concurrence of her family, she agrees to a
DNAR and DNI order. Because she has difficulty maintaining adequate oral intake, she agrees to endo-
scopic placement of an intraluminal esophageal stent.

QUESTIONS FOR DISCUSSION

1. The gastroenterologist who performs the procedure insists that the DNAR order be lifted during
the procedure, saying, “I understand that she has chosen palliative care. However, if she has a car-
diac arrest during the endoscopy, it is due to the medications that we give for conscious sedation.
Qur ability to resuscitate patients in this situation, even those with inoperable cancer, is close to
100%. The situation is completely different from a cardiopulmonary arrest that occurs sponta-
neously in the course of illness.” Do you agree with the gastroenterologist that the DNAR order
should be suspended during the procedure? What are the ethical justifications for your position?

CASE 15. Pneumonia and Alzheimer disease.

A 74-year-old man with severe Alzheimer disease is transferred from a nursing home for treatment of
pneumonia. Except for mild hypercholesterolemia and osteoarthritis of the knees and hips, he has no
active medical problems and takes no medications regularly. He has no living relatives or friends, and
before becoming demented he had not indicated what he would want done in such a situation. His
baseline state in the nursing home is that he requires assistance with all activities of daily living, including
eating. He usually does not recognize nursing home staff, but he does smile when watching television.
The nursing home physician says that he does not know what the patient would want but that it seems
reasonable to administer antibiotics but not to provide interventions such as mechanical ventilation.

QUESTIONS FOR DISCUSSION

1. The resident on the team says, “He should be DNAR. It doesn’t make any sense to resuscitate
someone with such a terrible quality of life. It would be futile.” Do you agree with the resi-
dent’s view? What are the ethical justifications for your position?

CASE 16. Multiorgan failure.
Mr. D is a 72- year-old homebound man with multisystem failure admitted to a community hospital for
pneumonia, a myeloproliferative disorder, and failure to thrive. He develops stupor and adult respiratory
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distress syndrome (ARDS), for which he requires mechanical ventilation. He is transferred to a referral
center, where he develops renal failure requiring dialysis and recurrent episodes of hypotension and
sepsis. No primary site of infection has been identified.

His major problem now is abdominal pain and distention, which requires fentanyl. A CT scan shows
dilated extrahepatic bile ducts but no intrahepatic dilatation or other abnormalities. His liver function
tests are only mildly and occasionally elevated. The patient’s daughter believes that an operation on his
biliary tract would cure his abdominal problem and that relief of his abdominal distention would in turn
allow him to be weaned off the ventilator. Surgery believes that there is no abdominal problem that sur-
gery would improve and that general anesthesia would be lethal. Two attempts at endoscopic retro-
grade cholangio-pancreatography (ERCP) were unable to visualize the ampuffa of Vater. interventional
radiology is unwilling to attempt percutaneous biliary drainage because there is no intrahepatic duct
difatation.

The patient has given no advance directives. The patient’s wife tends to defer to the daughter in
discussions and agrees with her. His family believes that if he had widespread cancer or were in a
permanent coma he would not want life-prolonging treatment, but they point out that this is not
currently the case. They refuse to agree to a DNAR order or limitation of medical interventions.

QUESTIONS FOR DISCUSSION

1. The surgical chief resident says that it would be “crazy” to operate on this patient and remarks,
“There is no reason to operate. It would be futile. We won’t take her to the Operation Room,
no matter what the family wants.” Do you believe that exploratory laparotomy would be
futile and that the surgery team may refuse to do the procedure? What are the ethical justifi-
cations for your position?

2. The gastrointestinal(GI) service declines to make another attempt at ERCP. The Gl fellow
says, “We’ve already tried the procedure twice. There’s no point in trying again. The family
can’t force us to do something that’s futile.” Do you believe that ERCP would be futile and
that the GI team may refuse to do the procedure? What are the ethical justifications for your
position?

3. The nephrology service believes that continuing dialysis is futile, saying, “What’s the point of
dialyzing him? That’s not going to allow him to leave the ICU.” Do you believe that continued
dialysis would be futile and that the nephrology team may refuse to do the procedure? What are
the ethical justifications for your position?

4. The resident believes that CPR would be futile and says, “If he has a cardiac arrest, there’s no
way he would survive. We don’t need the family’s agreement to withhold CPR. We can write
a medical DNAR order.” You try to find evidence to support the claim that CPR would be
futile in this situation. Do you believe that CPR would be futile and that the medical team may
write a DNAR order against the wishes of the family? What are the ethical justifications for
your position?

5. When you sign out the patient to the night float resident, she notes that the last time she cov-
ered, the patient suffered an episode of hypotension, which she treated with fluids, vasopres-
sors, and antibiotics. “What if that happens again, but he doesn’t respond and develops progressive
hypotension despite maximal therapy?” she asks. “Do you still want me to do CPR if he suffers
a cardiac arrest?”’ In that situation would it be appropriate to withhold CPR despite the family’s
wishes? What are the ethical justifications for your position?

CASE 17. Head and neck cancer.

A 57-year-old machinist has head and neck cancer that has progressed despite radiation and
chemotherapy. She cannot swallow foods and secretions and has to sit upright at night to spit out
her secretions. She asks her physician for a prescription for a lethal dose of sleeping pills and says,
“It's barbaric that the medical system does not allow me to retain the last shreds of my dignity. Why
can’t | have the same humane, compassionate treatment that we give our pets at the end of their
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lives? | do not want to wait for pneumonia or starvation to deliver me. | want to end my life freely
and rationally. | am not depressed, but it is inhumane to ask me to live this way.” Her husband
agrees with her decision.

QUESTIONS FOR DISCUSSION

1. What actions should a physician who supports physician-assisted suicide take before deciding
that it is appropriate to write a prescription for a lethal dose of medication in this case?

2. What actions should a physician who opposes physician-assisted suicide take in addition to
refusing the patient’s request?

3. How does the moral responsibility of the physician differ when writing a lethal prescription
compared to injecting a lethal dose of medication, such as potassium?

CASE 18. Failed suicide attempt.

The patient with head and neck cancer is found at home by her husband after a suicide attempt. She
has ingested a combination of tricyclic antidepressants, barbiturates, and alcohol and has left a long
explanatory suicide note. She had held a good-bye party for her friends and then ingested the medica-
tions while he played her favorite music. As they agreed, they left her alone for 3 hours. When he
returned with a friend, they were shocked to find her grunting for breath but not conscious. Horrified
that she was suffering, they called 911.

In the field she is found to have an O, saturation of 70% and is intubated. In the ED she is placed on
mechanical ventilation and given intravenous fluids and vasopressors. The patient’s primary physician
confirms her diagnosis, her recent deterioration, and the absence of depression or other psychiatric ill-
ness, saying, “She didn’t want to be a burden on her family or spend her last days waiting for an infec-
tion. | personally wouldn't do what she did, but | respect her choice. There is no question that she
thought about this long and hard.”

QUESTIONS FOR DISCUSSION

1. Would you continue mechanical ventilation, fluids, and vasopressors? One ED resident says,
“If we withdraw support, we’ll be abetting a suicide. That’s illegal and morally wrong. What
message does it send to other patients if the emergency room helps people kill themselves?” Do
you agree with this position? What are the ethical justifications for your position?

2. While the medical and nursing staff are discussing the case, the patient begins to awaken. She
is weaned off vasopressors, and 2 hours later she is extubated. As per ED protocol, a psychia-
trist talks with her. She says, “Of course, I’ll do this again as soon as I get home and can figure
out how to do it right. We’ll have to get on the Internet and find out. Don’t you understand that
waiting for some medical catastrophe to occur is an inhumane way to die? Wouldn’t you do the
same thing? Do you expect me to lie about my intentions to make you all feel less guilty?” As
the psychiatrist, do you place her on an involuntary hold because she is actively suicidal? What
are the ethical justifications for your position?

CASE 19. Withdrawal of mechanical ventilation.

A 72-year-old retired grocery store owner with end-stage interstitial lung disease has mechanical venti-
lation withdrawn based on evidence that she would not want such treatment. She is placed on oxygen
via nasal canulae and morphine and diazepam drips to palliate her dyspnea and anxiety. On 10 mg mor-
phine per hour and 2 mg diazepam per hour, the patient appears comfortable, without any tachypnea,
use of accessory muscles, tachycardia, or restlessness. Her respiratory rate is 12 per minute. She does
not respond when called or when an intravenous line is restarted.

QUESTIONS FOR DISCUSSION

1. The patient’s family requests that you increase the drips: “She said many times she didn’t want
to linger or to have a prolonged death.” Do you agree with the family’s request? What are the
ethical justifications for your position?
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CASE 20. Caring for a patient with acquired immunodeficiency syndrome.

A 34-year-old man with acquired immunodeficiency syndrome (AIDS) (CD4 level 47) is admitted to your
service with Pneurnocystis carinii pneumonia. His IV has infiltrated, and you are asked to restart it.

QUESTIONS FOR DISCUSSION

1. How would you feel if you suffered a needlestick injury while caring for an HIV-infected patient?
2. One of the interns on the admitting team refuses to take care of this patient, What are the ethi-
cal considerations if:

a. The intern says he is inexperienced at starting I'Vs and thinks that a more experienced physi-
cian should care for the patient.

b. The intern is a deeply religious person who believes that homosexuality is a sin. Because
the patient is gay, the intern does not want to care for him.

¢. The patient is an injection drug user. An injection drug user at the hospital had earlier mugged
the intern in his internship. The intern is still experiencing flashbacks about that earlier inci-
dent and does not want to be subjected to more stress.

CASE 21. Outcomes of coronary artery bypass and graft.

Suppose your favorite uncle has been recommended fo have coronary artery bypass and graft
(CABAG) by his primary care physician and cardiologist in New York. From your clinical epidemiology
course you recall that the mortality rates for this operation vary from under 1% to over 8% and that
New York State publishes mortality rates for hospitals and for individual surgeons.

QUESTIONS FOR DISCUSSION

1. Do you want to know the outcomes experience for the hospital or for the surgeon who would
operate on your uncle? What are your reasons?

CASE 22. Carrying out an invasive procedure.

Recall the first time you did a lumbar puncture (LP) (or central line, major suturing, or other major pro-
cedure).

QUESTIONS FOR DISCUSSION

1. How did you feel before doing your first invasive procedure?

2. One of your classmates says that by coming to a teaching hospital, patients have given implied
consent to having students and residents do procedures. Thus there is no need to tell the patient
that a student will be performing a procedure. Do you agree, and why?

3. What would you do if before your first LP, the resident calls to say go ahead and do it yourself,
because he and the interns are in the emergency room with critically ill new patients. The LP
needs to be done today. How would you respond?

CASE 23. Unethical behavior of an attending physician.

On a clerkship you observe what you consider flagrantly unethical behavior by one of your attending
physicians. On several occasions, his speech is slurred and you smell alcohol on his breath. He also fails
to round on his patients for days at a time, without having anyone cover for him, and does not return
your pages or those of your resident.
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QUESTIONS FOR DISCUSSION

1. What are the ethical reasons for reporting the situation to an appropriate senior physician?
2. What are some of the risks in reporting the situation?
3. In practical terms, how might you proceed?

CASE 24. Muscle weakness due to inadequate potassium replacement.

A 42-year-old man is admitted to you with diabetic ketoacidosis. After treatment with intravenous flu-
ids and an insulin drip, the patient’s glucose declines from 745 to 289 mq per df after 4 hours. However,
the patient develops progressive leg weakness and difficulty breathing and requires transfer to the ICU
for mechanical ventilation. In reviewing the case, you check the computer for labs resulfts and realize
that the patient had a potassium of 2.3 mmol per L. No potassium replacement had been given during
the treatment of the ketoacidosis.

QUESTIONS FOR DISCUSSION

1. If you were the subintern on the case, what would your feelings be?

2. In your experience, how have colleagues reacted to mistakes?

3. What would your concerns be about telling the attending physician about this mistake?
4. Would you tell the attending physician about the episode?

CASE 24, continued.

The patient’s family asks what happened. They say that the patient has been hospitalized several times
for ketoacidosis but has never required mechanical ventilation.

QUESTIONS FOR DISCUSSION

1. A nurse asks you what she should tell the patient and family, saying that they are very con-
cerned about what happened. How do you respond? What are the ethical reasons for your
response?

CASE 25. Treating adolescents without parental consent.

A 15-year-old high-school student comes to the physician because of dysuria and a discharge from his
penis after intercourse without a condom. He wants to be tested and treated but does not want his par-
ents to know about his problems. “They would completely freak out if they knew | was having sex,” he

says.

QUESTIONS FOR DISCUSSION

1. You ask a colleague whether you can treat the patient without his parents’ authorization. She
says that you may do so, provided that he is capable of giving informed consent to treatment.
Do you agree with her advice? What are the ethical justifications for your position?

2. The patient is so concerned about his parents’ finding out that he asks you to write on the
encounter form that the visit is for shoulder pain. “I don’t want them getting a bill that tells
them why I came in.” How do you respond to this request? Give the ethical considerations for
your decision.

CASE 26. Treating children despite refusals.
A 10-year-old boy is taken to the ED with vomiting and right lower quadrant abdominal pain and is
found to have appendicitis.
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QUESTIONS FOR DISCUSSION

1. The patient says that he does not want surgery, saying that the pain is getting better and he does
not want to have a scar the rest of his life. His parents are willing to authorize surgery for him.
The resident on the team says, “We’re not going to operate on a patient who is screaming that
he doesn’t want surgery. That’s assaulting the patient.”” Do you agree with the resident? Give
the ethical considerations for your decision.

2. Suppose instead that the parents refuse surgery. (An aunt who was baby-sitting brought the
child to the ED.) The parents are devout Christian Scientists who believe that their child will
recover with prayer therapy. The intern says that parents are not permitted to make irrational
decisions, so the surgery should proceed as recommended. Do you agree with the intern? Give
the ethical considerations for your decision.
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Decision making
ethical
approach to, 6-9, 7t
areas of consensus and controversy and, 6
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physician-assisted suicide/active euthanasia and, 133
standards for decisions with, 79-88, 80¢
substituted judgment and, 85-88
patient’s values and goals and, 69-70
reasoning and, 70
religious beliefs and, 72-73
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Elder abuse, reporting, 4243
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parental permission and, 238
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individual bias affecting, 115
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Ethnic background
insistence on life-sustaining interventions and, 98
transplant recipient selection and, 271
Euthanasia
active. See Active euthanasia
passive, 131
Extended care facilities, DNR orders for residents of, 122
Extraordinary care, 106. See also Life-sustaining interventions

F
Family planning, providing information about, 251-252
Family/significant others
active euthanasia requests by, 137
concerns of about disclosure, 48
disclosure of mistakes to
case study of, 296
ethical response and, 216
other health care workers and, 218-219
reasons against, 213-215
reasons for, 214-15, 215¢
situations not warranting, 216-218, 216-218
disclosure of patient information to, 38-39
discussion of DNR orders with, 119-121, 120¢
discussion of futile interventions with, 65
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legal issues regarding, 92
Federal Health Privacy Regulations on confidentiality, 37
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Feeding tube. See Tube feedings
Fee-for-service reimbursement
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increases in services and, 196
problems with, 196
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eonfliets of interest and, 187
definition of, 29-30
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for organ donation, 267-270
research ethies and, 180
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Formulary restrictions, bedside rationing and, 193
Friends. See Family/significant others
Frozen embryos, 251
Futile interventions, 61-65
best interests differentiated from, 64
cardiopulmonary resuscitation as, 118-119
definition of
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mistakes in judgments of, 63—65
“no medical indications” and, 65
problems with concept of, 63-65
refusal to operate and, 246
safeguards and, 6465, 64¢
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Gag rules, in managed care, 201-203
Gamete donation, 251
Gatekeeper, physician as, 200, 205
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recommendations for, 278
Gifts
from drug companies, 209-212
continuing medical education/conferences as, 209-210
objections to acceptance of, 210-211, 210t
objectivity affected by, 210-211
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ethical, 10
conflicting, 13
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interpretation of, 12
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preventing
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treating patients against their wishes and, 77-78
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resource allocation and, 12, 33, 65, 189
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mission of, insistence on life-sustaining
interventions and, 99
responsibility of for incentives to decrease services, 201-203
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Heatth Care Quality Improvement Act, 223-224
Health care resources. See also Health care services
allocation of, 12, 189
cost of transplantation and, 271-272
futility of interventions and, 65
patient insistence on interventions and, 33
bedside rationing of, 189194
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responsibility of health care organizations and, 201-203
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fee-for-service reimbursement, 196
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Health care team, in decision making, 8
Health care workers
beliefs about withdrawing life-sustaining
interventions and, 99
risk of acquiring HIV infection and, 158
Health maintenance organizations (HMOs), 205.
See also Managed care systems
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Higher brain death, 144. See also Brain death
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clinical ethics and, 5
confidentiality addressed in, 36
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public health reporting of, 40
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dealing with, 224-25, 224¢
legal issues regarding, 223-224
protecting patient from, 221-222, 224
reasons for intervening with, 221-223, 222¢
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Informed consent (contd.)
reasons for, 18-19
requirements for, 19-20
shared decision-making and, 18-19, 18, 24-26, 24t
for surgery, 244-247
therapeutic privilege and, 23
waiver of right of, 23-24
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patient insistence, 95-99
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Baby Doe Regulations and, 242
best interests of patient and
children and, 235, 237, 241-242
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patient refusal of, 11, 28-31
shared decision making and, 24¢, 24-26, 34t
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cardiopulmonary resuscitation as, 118-119
handicapped infants and, 242
incentives to decrease, 200-206
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surgery and, 245
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shared decision making and, 18-19, 24-26, 24¢
unwise/harmful choices and, 21, 26
managed care and, 204-205
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patient refusal of
best interests of patient and, 28-31
children and, 241-242
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decision-making capacity and, 67
informed consent and, 19-20, 76
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burdens/benefits of, 127
clinical recommendations regarding, 128-129
legal status of, 128
as life-sustaining intervention, 126
as ordinary care, ethical distinctions regarding, 106
prolonging dying and, 126
prolonging life and, 126
reasons for providing, 125-126
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hunger and thirst symptoms and, 126
legal issues and, 128
reasons for, 126-128
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Invasive procedures
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Tarasoff case, 261
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Medical paternalism, 31
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omitting sensitive information from, 38—40
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definition of, 45
resolving dilemmas about, 4849, 48¢
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case study of, 296
other health care workers and, 218-219
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ethical response and, 218
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situations not warranting, 216-218
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Morality, ethics differentiated from, 4-5
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Baby Doe Regulations and, 242
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definition of, 45
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Obstetrics and gynecology, ethical issues in (conid.)
family planning information and, 251-252
forced cesarean section deliveries and, 254-255
informed consent in, 251-252
life-sustaining interventions for brain dead mother until
delivery and, 144
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maternal/fetal conflict and, 253-254
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Operating room. See Surgery
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Oral directives (advanced), 79~81
legal status of, 79-80
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cost of, 271-272
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Pain relief

high doses of opioids/sedatives for, 106~108

emotional responses and, 109

for patients refusing tube and intravenous feeding, 127
Paramedics, DNR orders and, 122
Parental decision making, 237238

disagreements with pediatrician and, 237-239
Partner abuse, reporting, 42-43
Partner notification
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by physicians, 42
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Passive euthanasia, 131
Paternalism, medical, 31
Patient
advance directives of, 59, 79-86
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deceiving, avoidance of, 11, 45-53
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case study of, 296
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See also Decision-making capacity
discusston of bad news with, 51-53
discussion of DNR orders with, 119121
discussion of futile interventions with, 64—65
discussion of health care rationing with, 194
discussion of information with, informed tonsent
and, 19-20, 25
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case study of, 295
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making, ethical
Patient confidentiality. See Confidentiality

Patient self-determination, respect for, informed eonsent and, 20

Patient transfer

refusal of life-sustaining interventions and, 100-101
Patient well-being, enhancing, informed consent and, 18-19
Pediatrics, ethical issues in, 235-242. See also Children
Pelvic examination, by student/trainee, on patient under

anesthesia, 228, 255

Persistent vegetative state, 140-142

appropriate treatment in, 141-142
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Persistant vegetative state (contd.)
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definition of, 141
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withholding/withdrawing interventions and, 141-142
Cruzan case ruling and, 148-149
Quintan case ruling and, 147-148
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case study of, 287-295
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Physician—patient relationship. See Doctor—patient relationship
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80-82. See also Surrogate
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compelled treatment and, 77-78
ethical issues in, 250-255
life-sustaining interventions for brain dead mother unti}
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Professionalism. See also Doctor—patient relationship
gifts from drug companies affecting, 210-211
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nature of, best interests of patient and, 29-30
nondisclosure of mistake affecting, 215
physician-patient sexual relationship and, 170
self-referral and, 196-198
American Medical Association (AMA) standards
and, 197
Promise-keeping, 11, 54-56
ethical significance of, 54-55
guidelines for, 55-56
problems with, 55
Protection of victims, overriding confidentiality and, 42,
261-263
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Provider-specific outcomes, disclosure of, 245
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Psychiatric patient
decision-making capacity and, 272, 257, 258
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ethical issues in care of, 257-263
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danger to others and, 260-263
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Public figures, release of information about, 38
Public health officials
partner notification by, 41
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Quality of life
assessment of, 30
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futility of interventions and, 63
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Refractory symptoms/suffering
high doses of opioids/sedatives for symptom relief
hysician and, 106~108
: emotional responses and, 109
Refusal of treatment
ated from, S ! best interests of patient and, 11, 28-31
Aip by competent/informed patients, 75-78
decision-making capacity and, 67
informed consent and, 19-20, 76
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caregiver insistence and, 99-101
patient transfer and, 100-101
by parents for children, 241-242
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medical treatment, 263
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: respecting, 75
restrictions on, 77~78
. scope of, 75-76
or bealth ; surgery and, 247-249
Refusal to care for patient, 157-161, 287-297
case study of, 287-297
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3 difficult, 159-162, 160t
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occupational risks to physicians and, 158-159
surgery and, 246-247
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as conflicts of interest, 187
decreases in services and, 201-202
increases in services and, 196-198
Relatives. See Family/significant others
Religious beliefs
insistence on life-sustaining interventions and, 96-97
unconventional decisions based on, 72-73
Reporting
child abuse, 4243
crimes involving injuries, 41
domestic violence, 43
drug/alcohol use during pregnancy, 254
elder abuse, 4243
impaired automobile driver, 40-41
impaired colleagues, 223, 224-225
to public health officials, 4041
unethical behavior/substandard care by senior
physician, 230-31
Reproductive technologies, assisted, 250-251, 254
Research ethics, 176-181
competing interests and, 179-181
confidentiality of data from, 179
conflicting interests and, 180
constrained consent and, 177
drug manufacturer funding and, 180
finder’s fees and, 179
informed consent and, 177-179, 178¢
Institutional Review Board and, 179
participant selection and, 177
patient lacking decision-making capacity and, 177
research protocols and, 176-179

Bedside Research protocols, design of, 176-177
Resources
ity affected allocation of, 12, 189
cost of transplantation and, 271-272
70-71 : futility of interventions and, 63

patient insistence on interventions and, 33
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bedside rationing of, 189-194
arguments against, 190
arguments supporting, 190-192, 190z
financial resources as basis for, 192-193
notification of patient/surrogate and, 194
suggestions for physicians considering, 193~194, 194¢
Respect for persons, 10-11
confidentiality and, 36
Retransplantation, 270
Rh type, prenatal testing for, 252
“Right to die."See Active euthanasia; Life-sustaining
interventions; Physician-assisted suicide
Rights, claims of, as justification of action, 4
Rubella, prenatal testing for, 252
Rule, 14. See also Guidelines
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Safeguards
assisted suicide/active euthanasia and, 134
futile interventions/unilateral decision-making and,
6465, 64t
Salary, as cost-containment measure, 205. See also Financial
incentives
Schiavo case, 150-151
Schizophrenia, decision-making capacity and, 72
Schools, disclosure of information to, 240
Second opinion, futile interventions and, 64
Secrets, physician’s response to, 174-175
Sedation, terminal, 108—-109
Sedatives, high doses of for symptom relief, 106-108
emotional responses and, 109
Self-determination, patient, informed consent and, 20
Self-referral by physicians, 196
justification, 196-198
Sexual contact between physicians and patients, 168-173
abuse of doctor—patient relationship and, 169-171
justifications for, 168-169
legal issues and, 170
objections to
current patients and, 169-171, 169¢
former patients and, 171-172
prevalence of, 168
responding to advances by patients and, 172
suggestions for physicians considering, 172-173
Sexually transmitted diseases, partner notification and, 41
Shortness of breath, high doses of opioids/sedatives for relief
of in terminal patients, 107
Show code, 121-122
Significant others. See Family/significant others
Slippery slope argument
physician-assisted suicide/active euthanasia and, 133
withholding tube and intravenous feedings
and, 126, 128
Slow code, 121-122
Spousal abuse. See Domestic violence
Standard of conduct, minimally acceptable, legal vs. ethical
actions and, 5
Standards for disclosure, informed consent and, 22
Starvation, withholding tube and intravenous feedings
and, 126
Sterilization, inforrned consent and, 252-253
Students
ethical dilemmas facing, 226-231
introducing students to patients, 226--227
learning on patients and, 226-228, 295
case study of, 295
in gynecological and obstetrical care, 254253
suggestions for, 230-231



308

Students (contd.)
taking too much clinical responsibility and, 228-229
unethical behavior/substandard care by other physicians
and, 230-231, 295-297
case study of, 295-297
mistakes by, disclosure of, 217-219
Substance abuse, during pregnancy, 254
Substituted judgment, 85-88
conflict with patient’s best interests and, 87
inaccuracy of, 86
inconsistency of, 86
problems with, 86-88
Suffering, requests for interventions causing, 97
Suicidal patients, 259-260
identification of, 260
interventions for prevention and, 259-260
involuntary hospitalization of, mitigating adverse
consequences of, 260
Suicide, assisted. See Physician-assisted suicide
Surgeon, disclosure of experience of, 245
Surgery
ethical issues in, 244-249
disclosure of information and, 244-247
informed consent and, 244247
patient requests that increase risk and, 247-249
refusal of surgery and, 247-249
refusal to operate and, 246-247
suspension of DNR order for, 122
Surrogate, 59, 90-94. See also Family/significant others
active euthanasia requests by, 131, 134, 138
cardiopulmonary resuscitation refused by, 118
court-appointed guardian as, 90-91
decision making by, 90-94
conflicts of interest and, 92-93
disagreements among family members and, 93
discussing with patient, 85
emotional stress affecting, 92
improving, 93-94, 93¢
inconsistency with patient preference/values and, 92
legal issues regarding, 92
problems with, 92-93
disclosure of mistakes to
case study of, 296
ethical response and, 218
other health care workers and, 218-219
reasons against, 213-215
reasons for, 214-215, 215¢
situations not warranting, 216-218
discussion of DNR orders with, 119-121, 120t
discussion of futile interventions with, 64—65
discussion of health care rationing with, 194
family member as, 91-92
for patient with no family member available, 92
insistence on life-sustaining interventions by, 95-99
selection of, 90-92
by patient, 84, 91
Surrogate motherhood, 251
Syphilis, prenatal testing for, 252
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Tarasoff case, 261
Teaching hospital, implied consent for trainee care and,
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Terminal illness
refractory symptoms/suffering and
high doses of opioids/sedatives for relief of, 106-108
emotional responses and, 109
responses to, 108-109
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voluntary stopping of eating and drinking and, 109, 125-128.
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protection of
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overriding confidentiality and, 37¢, 3942, 40t
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ethical dilemmas facing, 226-231
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case study of, 295
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historical background of, 269
justice and, 270-271
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Transplantation, 265-272
cost of, 271-272
organ donation and, 265-270. See also Organ donation
definition/determination of death and, 143, 145, 265
recipient selection and, 269-272. See also Transplant
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Treatment. See Interventions
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Tube feedings, 125-128
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clinical recommendations regarding, 128-129
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Unconscious patient, learning procedures on, 228, 255
Uniform Anatomical Gift Act, 265
Unilateral decision making

about cardiopulmonary sesascitation, 118-119

for children, 237-239

justification of, 61-63

problems with, 6363

safeguards and, 64-63. 641
United Network for Organ Sharing (UNOS), 269
UNOS. See United Network for Organ Sharing (UNOS)
Utiliarian theories. of clinical ethics, 13
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Values, patient, decisions consistent with, 69-70
Vegetative state
definition of, 140
persistent, 140-142
appropriale treatment in, 141-142
clinical features of, 140-141
definition of, 141
tube feedings and, 141-142
withholding/withdrawing interventions and, 141
Cruzan case ruling and, 148-149
Quinlan case ruling and, 147-148
Schiavo case ruling and, 150-151
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Ventilation, mechanical, withdrawal of, 105

emotional responses to, 109

Quinlan case ruling on, 147-148

Schiavo case ruling on, 150-151
Veracity, 45. See also Deception; Misrepresentation
Violence

domestic, reporting, 43

by psychiatric patient, 260-263

warning persons at risk and, 41, 261-63

Virtue ethics, 15
Voluntary euthanasia, 130. See also Active euthanasia
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Waivers of confidentiality, 37

‘Weapons, injuries caused by, reporting, 41

Well-being, patient, informed consent and, 18-19

Whistleblowing. See Reporting

Whole-brain death, 143-144, See also Brain death

versus higher brain death, 143-144

Withholding information/diagnosis. See Deception;
Nondisclosure

Withholding interventions. See Futile interventions: Life-
sustaining interventions, withholding/withdrawing

Withholding payment, as cost-containment measnre, 205. See
also Financial incentives

Work absences, physician certification of, deception and, 49-50





